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SECTION ONE: 
PROFESSIONAL AUDIT
PERSONAL STUDY PROGRAMME
Psych D  in Clinical Psychology: 
Conversion Programme
Name: Eleanor Dawn Thomas-Bawa Date o f Registration: 10.01.94
Registration Number: 3106179
1. OVERALL AIMS AND OBJECTIVES
1.1 To attain greater professional competence in order to enhance the contribution of 
clinical psychology to health care.
1.2 To promote the image of clinical psychology within the health service and further 
afield.
1.3 To enhance and promote the standing of the psychology department within the 
Trust.
1.4 To fulfil a personal ambition and to pursue my career interest.
2. ACADEMIC
2.1 Aims
2.1.1 To enhance academic competence in three specialist areas of clinical psychology so 
as to develop the services offered by the department and the profession.
2.1.2 To promote the reputation for knowledge within the department.
2.1.3 To update and initiate academic information within the department,eg, through 
library and offprints additions.
2.1.4 To develop the knowledge of all departmental members through the presentation of 
information through seminars.
2.2 Objectives
2.2.1 To complete three critical reviews, one for each of the three specialist areas.
2.2.2 To complete three extensive literature searches in the three specified areas.
2.2.3 To tease out seminar material from each of the three areas.
2.2.4 To increase the knowledge of department members in each of the three areas.
2.2.5 To increase own knowledge and experience in each of the three areas.
2.3 Rationale
2.3.1 To update old literature in specific areas of interest to the department.
2.3.2 To investigate an area of departmental interest where little is currently known
generally.
2.3.3 To pursue areas within the speciality relevant to specific clinical work which the 
department has little information on currently.
2.4 Plan
2.4.1 A review of current key issues in the field of challenging behaviour in people with 
leammg disabilities.
2.4.2 A critical review on the current debate over Asperger syndrome.
2.4.3 A critical review on psychiatric symptoms and states in people with learning 
disabilities in terms of prevalence, assessment and theory.
3. CLINICAL
3.1 Aims
3.1.1 To increase personal professional competence.
3.1.2 To develop and supplement the service offered by the department.
3.1.3 To satisfy BPS requirements for chartered status.
3.1.4 To gain professional confidence.
3.2 Objectives
3.2.1 To do more work with adolescents.
3.2.2 To do more work with children who are developmentally delayed.
3.2.3 To experience a wide range of clients with learning disabilities.
3.2.4 To receive weekly supervision from a clinical psychologist who has been qualified 
for at least two years.
3.3 Rationale
3.3.1 To fulfil the essential suggestions laid out in third year training plan.
3.3.2 To satisfy the BPS ’Evaluation of Clinical Competence’ in order to obtain 
Chartering status
3.4 P lan
3.4. To complete at least 15 sessions in adolescent work.
3.4.2 To complete at least 10 sessions in children with developmental delay.
3.4.3 To take on an appropriate number of referrals from the department waiting list.
3.4.4 To set out weekly supervision sessions with my line manager up to October 1994 to 
satisfy BPS criteria for chartered status.
4. RESEARCH
4.1 Aims
4.1.1 To increase research competence so as to develop the services offered by the 
department.
4.1.2 To increase the knowledge available to the department and the profession.
4.1.3 To raise awareness within local health and social services of particular service needs.
4.1.4 To pursue personal research interest which has arisen out of current clinical work.
4.2 Objectives
4.2.1 To produce a piece of research which when added to previous research amounts to 
a body of some 40,000 words.
4.2.2 To extensively search for literature in or allied to my chosen area of study and draw 
on previous research findings to enhance knowledge in the field.
4.3 R ationale
4.3.1 To achieve greater understanding of a specific area of work and so become more 
efficient and better equipped to deal with presenting problems.
4.3.2 To enable more effective uptake of referrals in this area and through enhancement 
of understanding, to provide a better service for users.
4.3.3 To provide information to assist in setting up potential new services to satisfy the 
specific needs which one would envisage to come out of this work.
4.4 Plan
4.4.1 To develop a suitable tool to elicit the attitudes/beliefs about learning disabilities 
among the ethnic minorities (specifically Asian Muslims).
4.4.2 To produce an interview schedule based on standardised measures already in 
circulation as well as a novel schema.
4.4.3 To pilot the interview schedule
4.4.4 To work around current large scale research taking place in my location of work 
into the area of ethnic minorities and learning disability
5. PORTFOLIO OUTLINE
5.1 Section One: Academic Component
5.1.1 A review of current key issues in the field of challenging behaviour in people with 
learning disabilities.
5.1.2 A critical review on the current debate over Asperger syndrome.
5.1.3 A critical review of the literature surrounding psychiatric symptoms and states in 
people with learning disabilities in terms of prevalence, assessment and theory.
5.1.4 Workshop and lecture attendance
5.2 Section Two: Clinical Component
5.2.1 University of Surrey/SWTRHA MSc in Clinical Psychology third year training plan.
5.2.2 Account of Continuing Professional Development undertaken during the course of 
the Psych D.
5.2.3 The BPS ’Evaluation of Clinical Competence’ as a prerequisite of Chartering.
5.2.4 Letter from BPS awarding Chartered status.
5.3 Research Component
5.3.1 Research submitted for MSc. (Year II): "Emotional Expression Following 
Stroke - A Re-examination."
5.3.2 Novel research (Year III): Asian muslim parental attitudes and beliefs about 
learning disabilities.
5.4 SUM M ARY OF COURSES OVER THE TH REE YEARS O F CLINICAL 
PSYCHOLOGY TRA IN IN G
5.4.1 Year I
Academic component 
PLD
Adult Mental Health 
Child and Adolescent psychology 
Clinical and Professional issues 
Rehabilitation 
Older Adults
Three 3 hour examinations; one in PLD; one in Adult Mental Health and one in 
Child and Adolescent psychology.
Clinical component
One 4 month placement in PLD
One 4 month placement in Adult Mental Health
One 4 month placement in Child and Adolescent Psychology
Research component
A piece of research on placement carried out and submitted:-
"An evaluation of a behaviour modification training programme for care staff.
5.4.2 Y ear II 
Academic component 
PLD
Adult Mental Health • Health Psychology
Child and Adolescent Psychology 
Clinical and Professional issues
Research methods • Older Adults
Neuropsychology • Psychology and Law
One 45 min seen neuropsychological examination
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Clinical component
Two 4 month placements in different specialist areas
Research component
One 4 month research placement 
One 20,000 word dissertation
5.4.3 Year III
Academic component
Attendance at a variety of workshops/seminars 
Three 3,000 word critical reviews in specialist areas
Clinical component
Fulfilment of third year of training plan including 25 sessions in alternative specialty 
Satisfying the BPS Evaluation of Clinical Competence.
Continuing professional development in chosen field of work
Research component
Submission of research equivalent to around 40,000 words. This includes 
research carried out in Year II and Year III of this Psych D.
6. TRAINING EVEN IS ATTENDED
6.1 Lectures/Seminars
6.1.1 Children with Developmental Delay
6.1.2 Eating Disorders
6.1.3 Health Psychology and Chronic Pain
6.1.4 Couples Therapy
Dr Pat Howlin
Regional Tutor in Learning 
Disability
Nihara Krause 
University of Surrey
Dr Sandra Horn 
University of Southampton
Joanna Rosenthal 
Senior Marital Psychotherapist 
Tavistock Institute for Marital 
Studies
6.1.5 Assessing Psychosis
6.1.6 Assessing Suicidal Risk
6.1.7 SPSS: a friendly refresher
6.1.8 A directory of statistical tests and 
procedures: what the tests are, when 
to use them, their advantages and 
disadvantages
6.1.9 A directory of qualitative methods: 
their nature, range of applicability 
advantages and disadvantages
Fiona Clark 
Broadmoor Hospital
Dr Mark Tattersall 
Consultant Psychiatrist 
Kingston Hospital
Alaster Smith
Chris Fife-Shaw
Evanthia Lyons
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F urther Ideas
i) Addiction
*ii) Mental illness/psychiatric states
iii) Offending
iv) Organic vs. functional deficits and malignancy
*v) Epilepsy and link with anger (in PLD)
*vi) Culture fairness
vn) Developments in memory theory and assessment (neuropsychological update) 
* of particular interest
6.2 W orkshops
6.2.1 "Alternative approaches to working 
with adult clients who are ambivalent 
about changing."
Paul Davies 
Jane Street 
Alastair Sutherland 
Alex Copello
6.2.2 "Challenging Behaviour: How to
wrestle with the problems...and win!"
John Clements 
Glynis Murphy
6.2.3 "Interface between Neuropsychology 
and other specialities".
Paul Devonshire
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Signed.... Participant
Head of Clinical DepartmentSigned
Signed ..........   Course Director
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SECTION TWO: 
ACADEMIC AUDIT
13
A R F.VTF.W OF CT JRRENT KEY ISSUES IN  THE FIELD OF CHALLENGING  
RF.HAVTOTJR TN PEOPLE WITH LEARNING DISABILITIES
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Aim
The aim of this paper is to examine five specific key issues in the area of challenging 
behaviour in learning disability which have contributed to the way in which the area as a 
whole has developed and is seen today. Moreover, the paper raises questions about the 
usefulness of the current challenging behaviour framework and suggests ideas for future 
research. The five issues, all key in the challenging behaviour debate are definitions, 
categorisation, measures, prevalence and service provision.
i) Definitions
The very term ‘challenging behaviour’ (CB) has caused considerable controversy since its 
inception in the eighties with the publication of papers such as ‘Facing the Challenge’ 
(Blunden and Allen, 1987). The title signals a radical overhaul in the thinking about 
behaviour problems, a shift from a primary focus on the behaviour of the individual in 
question to a focus on the interaction between that individual and his/her environment. One 
of the earliest and perhaps best known definitions is that laid down by Emerson and his 
colleagues in 1987.
"Severely challenging behaviour refers to behaviour of such an intensity, frequency or 
duration that the physical safety of the person or others is likely to be placed in serious 
jeopardy, or behaviour which is likely to seriously limit or deny access to and the use of 
ordinary community facilities"
(Emerson et al., 1987)
Later thinking on the subject highlights the social significance of challenging behaviour and 
more attention appears to have been paid to the environmental factors associated with
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behaviour labelled as challenging: hence the individual’s needs rather than the individual 
themselves challenge society. With this in mind, Emerson and his colleagues amended their 
definition of challenging behaviour in 1988 to replace the term ‘severely challenging 
behaviour’ with ‘culturally abnormal behaviour(s)’.
Blunden and Allen (1987) emphasise the interpersonal context in which certain acts may be 
deemed problematic when they state with reference to CB that...
"...such behaviours represent challenges to services rather than problems with individuals 
which people with learning disabilities in some way carry around with them".
(Blunden and Alen, 1987)
As Emerson (1995) points out however, to construe a situation as a challenge rather than 
a problem may encourage more constructive responses but may not necessarily bring about 
major changes in practice. Moreover, although ethically sound and conforming to the 
principles of normalisation (Wolfensberger, 1982), such an ideological definition is 
incredibly difficult to categorise, measure and service, as the text that follows discusses. 
Certainly, at the clinical level, individuals continue to be referred for ‘challenging behaviour’ 
and clinicians continue to focus on changing that behaviour. A though environmental 
factors often play an important role in mediating behaviour, ultimately it is the behaviour 
itself which is under scrutiny. It would appear essential that further research is required into 
the usefulness of the current definition of CB. After all, it is the definition which underpins 
all research in which the term ‘challenging behaviour’ is used.
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ii) Categorising..Challenging3ehaYiour
Given the broad and somewhat ambiguous nature of the definition of CB, the actual 
categorisation of behaviours as challenging has varied between researchers. Whereas verbal 
abuse, tantrums and minor self-injury may ‘limit or deny access to and the use of ordinary 
community facilities’ (Emerson et al, 1987), serious self-injury or physical aggression as well 
as smearing faeces over one’s body and eating inedible items is likely to result in ‘the 
physical safety of the person or others... to be placed in serious jeopardy’ (Emerson et al, 
1987).
Mansell (1993) points out that CB includes individuals with mild or borderline learning 
disability who have been diagnosed as mentally ill, or people who have entered the criminal 
justice system for crimes such as arson or sexual offenses, as well as people with profound 
learning disabilities (often with sensory handicaps and other physical health problems) who 
injure themselves. The literature in the area appears to reflect the same sort of diversity. For 
example, some studies specify their sample as having severe learning disabilities with CB 
(Roy et al, 1994; Emerson et al, 1994; Mansell, 1995). Others have investigated individuals 
with mild learning disabilities and CB (Cumella et al, 1994; Murphy et al, 1991; Dockrell 
et al, 1995) and some have researched a mixed ability level of mild/severe in the same study 
(Hoefkens et al, 1990; Allen et al, 1995).
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Studies in CB have also shown variation in their inclusion of individuals with mental health 
needs or a concurrent psychiatric diagnosis (Hoefkens et al, 1990) as well as individuals 
known to have offended or who are at risk of offending (Cumella et al, 1990). Both of these 
groups are of interest as each has attracted its own growing fund of literature. Given the 
definition of CB , it could be argued that little separates an individual considered to have 
challenging needs and someone with a concurrent diagnosis who presents with behaviour 
problems. Emerson (1995) states clearly, however, that CB is not synonymous with 
psychiatric disturbance, as not all psychiatric disorders place the safety of the individual or 
others in jeopardy, or lead to the person being denied access to ordinary community 
facilities.
Based on the definition of CB alone, the differences between individuals with CB and 
learning disabled offenders is negligible. Indeed, both the major criteria o f‘physical safety 
of self or others’ and ‘behaviour which is likely to seriously limit the use of or access to 
ordinary community facilities’ are true for both individuals with CB and those who find 
themselves inmentally disordered offender (MDO) services. The appropriate categorisation 
is further confounded when the distinction between the two services is not clearly stated. 
For example, the Mental Impairment Evaluation Service (MIETS) set up in 1987 specifies 
that their role is to prepare clients with "mild learning disabilities and challenging 
behaviours" for community placements. Included in their criteria for CB are behaviours 
such as physical violence, arson and sexual abuse.
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Dockrell et al (1995) based on a survey of direct care staff and professionals in health 
authorities makes the distinction between challenging behaviours that are dangerous and 
those that are problems. Problem behaviours were felt to be more frequent but posed fewer 
difficulties to staff, whereas dangerous behaviours, such as serious physical violence and 
arson were less common but posed considerable difficulties. In relation to the MIETS 
project, seventy percent of their clients fell into the ‘dangerous’ category.
In reality it is often the degree of learning disability that separates MDO services from CB 
services. That is, the more disabled the person, the more likely they are to be labelled as 
challenging and end up in CB services (Alves, 1995). Furthermore, more disabled 
individuals tend to be protected by the hospital system and so are less likely to come into 
contact with the criminal justice system and receive the label MDO. Fundamentally, there 
is a need to develop proper assessment methods to reflect differences in conceptualisations 
and so enable individuals’ needs to be accurately identified.
iii) Measures of Challenging Behaviour
One of the most widely used methods to try and impose some consistency over categorising 
behaviours as challenging has been to ask staff to rate behaviours thought to be problematic 
on a checklist. This in itself appears to have raised a number of issues including the nature 
of the rating as well as difficulties over reliability in many of the checklists.
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Most checklists appear to operate an ‘all or nothing’ rating system. For example, the widely 
used Vineland Social Maturity Scale (Doll, 1965), the Wessex Behaviour Rating Scale 
(Kushlick, Blunden and Cox, 1973) and the Scale for Assessing Coping Skills (SACS) 
(Whelan and Speake, 1979). Thus in order to be rated ‘symptom-free’, individuals have to 
receive a ‘no’/’‘none’/‘never’ rating for every behaviour listed. As a consequence, a higher 
number of individuals are likely to be rated as having behaviour problems and be labelled 
as potentially challenging. For example, an American study by Jacobson (1982) used a list 
of 29 behaviours which were rated according to frequency. In larger institutions, 73% of 
individuals were defined as having symptoms; in community residential facilities, 61%; in 
family homes, 52%. In the UK, Clarke et al (1990) used a checklist of behaviours rated as 
a ‘severe’ or ‘mild’ problem and occurring ‘frequently’ or ‘occasionally’. Amongst hospital 
residents, 42% were said to show at least one severe problem at least occasionally; amongst 
residents of community facilities, 36% and amongst people living in their family home, 41 %. 
As Qureshi (1994) points out, some indications of severity are needed in order to focus 
within these studies on a group seen as challenging to services. The debate appears to 
continue as to whether severity alone should provide the primary cut-off or whether a 
combination of severity and frequency of behaviour is more appropriate in defining CB. 
Certainly, the latter would accommodate a wider range of CB and would include high 
frequency, low intensity behaviours which could potentially be missed by severity only 
ratings.
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Certainly as checklists have developed over the years, they seem to have broadened their 
categorisation of behaviours while paying more attention to rater consistency and accuracy. 
Despite relatively recent work on defining CB (1987,1988), as outlined earlier, measures of 
CB still, on the whole, rely on old tools. Holmes et al (1982) expanded a list originated by 
Kushlick et al in 1973 from six to fourteen types of behaviour including such items as, ‘hits 
out or attacks others’, ‘extremely overactive’, ‘constantly seeking attention’, ‘objectionable 
personal habits’ and so on. This expanded list forms part of the Disability Assessment 
Schedule (DAS) which is administered by trained interviewers who rate each behaviour for 
each person as ‘severe’, ‘lesser’, ‘no’ or ‘potential’. In this instance the criteria for a ‘severe’ 
rating do not include a time window such as ‘within the last month’ but instead refer to the 
consequences of the behaviour or means needed for control: ‘staff had to intervene’ or 
‘would be unacceptable in public’. These kinds of criteria for severity perhaps give an 
indication of some of the main dimensions relevant in making a judgement that an 
individual’s behaviour is challenging to services. However, in common with all checklist 
methods, there appear to be difficulties in deciding how to aggregate the information about 
different forms of behaviour so as to distinguish a more challenging group of people among 
those who are identified as having behaviour problems.
By using trained interviewers to administer the DAS, Holmes et al (1982) have overcome 
some of the difficulties associated with the reliability of such checklists. The authors quote 
levels of inter-rater reliability of between 78 per cent and 90 per cent as well as test-retest
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reliability of 74 per cent and above. However it remains notoriously difficult to achieve high 
levels of inter-rater reliability using checklists.
Most other checklists seem to either quote inter-rater reliability figures for sections of their 
checklists only (for example, the Vineland Social Maturity Scale (Doll, 1965) reports inter­
rater reliability for ‘social age’ as 0.92), base their figures on a very small sample (for 
example, the Cain-Levine Social Competency Scale (Cain et al, 1963) uses a sample of 35), 
or simply do not quote reliability figures (for example, the Progress Assessment Charts 
(Gunzberg, 1966)). The Challenging Behaviour Scales (CBS) developed by Wilkinson 
(1988) based on the work of Leudar et al (1984) report high inter-rater reliability in the 
measures that were used (figures range from 74.8 per cent to 78 per cent). However the CBS 
has only been used as a situation-specific research tool and therefore cannot be compared 
to other more standardised checklists since questions over its validity still remain.
Perhaps the most comprehensively tested and widely used measure of this kind is the 
Adaptive Behaviour Scale (ABS) (Nihira et al, 1974), which finds its reliability in its 
‘domains’ or areas of behaviour rather than in individually specified behaviours per se. The 
Scale comprises two parts; part one is concerned with living skills, and includes domains 
such as independent functioning, physical development and socialisation. Reliability figures 
for part I are quoted as 0.86. Part two of the ABS is more concerned with CB. Its domains 
include, violent and destructive behaviour, antisocial behaviour, self-abusive behaviour and
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a further eleven domains, each of which are divided into sub-domains. Each sub-domain 
consists of several items such as ‘Uses threatening gestures’ or ‘Does not return things that 
were borrowed’. Frequency but not severity is rated and elements of the checklist are left 
to the raters own judgement. Reliability figures for part II of the ABS are quoted as 0.57. 
The ABS probably retains its popularity due to its large sample of normative data and its 
wide usage in research (for example, Eyman and Call, 1977; Nihira, 1976; Hemming, 
Lavender and Pill, 1981; Humphreys, Lowe and Blunden, 1983; Felce, de Kock, Saxby and 
Thomas, 1984).
One attempt to deal with difficulties of reliability has been to focus on specific behaviours 
such as self-injury (Eg Griffin et al., 1986; Oliver et al., 1987) or aggression (Harris and 
Russell, 1989; Reed, 1990). However, from the point of view of assessing challenging 
behaviour, studies restricted to a single type of behaviour are substantially limited because 
the same person may often show many different forms of behaviour which are considered 
challenging. For example, according to Emerson (1992), at least half of those exhibiting 
self-injury also show other CB. Consequently, the ‘other CB’ may be the focus of staff 
response which means that it may be difficult to assess service responses or overall service 
needs from epidemiological studies which look at one particular behaviour only. 
Operational definitions which specify criteria involving tissue damage to self or others, a 
precise ‘time window’ and an indication of severity as well as frequency, seem more likely 
to achieve better levels of reliability in the checklist debate. Given the difficulties involved
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in categorising CB, it is unsurprising that there has been a general reluctance by researchers 
to develop more upto date tools to measure CB. Certainly, the lack of new measures only 
serves to hold back future work and highlights an area in need of further research and 
development. As outlined earlier, the distinction between individuals with CB and those 
people with learning disabilities who offend is just one distinction which could be clarified 
with more appropriate assessment measures.
iv) Prevalence
In terms of prevalence of CB, the extreme diversity of individuals subsumed under this label 
makes actual figures difficult to gauge. When researchers vary so widely in the way in 
which they categorise and measure CB, prevalence figures quoted have to be called into 
question. Relatively few studies have looked at prevalence of multiple CBs. Emerson et 
al (1988) looked at the percentage incidence of specific CBs amongst 31 individuals. He and 
his colleagues found that the percentages of behaviours per se added up to more than 100 
per cent in total which clearly indicates the existence of multiple CB. Most studies however, 
have focused on specific behaviour categories; most commonly, self-injurious behaviour (Eg 
Oliver et al., 1987) or aggression (Eg Harris, 1993) in total populations or have focused on 
specific settings: For example, institutions (Eg, Griffin etal., 1987), community settings (Eg 
Rojahn, 1986) or schools (Eg Kiernan et al, 1994).
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A larger scale study was carried out in the North West of England in 1987, reported in 
Emerson (1995) (Kiernan et al., 1993; Qureshi, 1994; Qureshi et al., 1992). At the same 
time, Borthwick-Duffy (1994) carried out a similar scale study in California. Both studies 
sought to identify the prevalence of various forms of CB among the total population of 
people with learning disabilities in a defined geographical area. In both studies, people with 
learning disabilities were operationally defined as those individuals receiving services from 
provider agencies. The definitions of CB, however, varied slightly between studies. In 
particular, the inclusion of the category ‘frequent self-injurious behaviour’ in the 
Californian study is likely to have led to individuals being identified in that study who 
would not have been identified in the UK study. Consequently the US study yielded a 
prevalence for CB as 14% of the learning disabled population. This compared to an 
estimated 5.7% in the UK study. A further prevalence study was carried out by Emerson 
et al (in press) referred to in Emerson (1995) in a different geographical area of England, 
using closely parallel methods to that of the 1987 UK study. The Emerson study revealed 
prevalence figures of 7.8% of the sample studied. The discrepancy in overall prevalence 
figures between the US and the UK could of course be accounted for by differences in the 
populations studied but is no doubt influenced by the different operational definitions for 
CB. In order to improve the consensus of prevalence figures, clearly the way in which CB 
is defined and categorised has to be tightened up.
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y) Separateness versus IntegratioiLin Service Provision
As well as looking at the epidemiological side of CB, researchers in this field have also tried 
to establish the best way of meeting the needs of individuals who challenge by looking at 
service provision options. Several factors appear to have influenced the service provision 
equation. Firstly, the question of whether individuals with challenging behaviour should 
be provided for by existing generic mainstream services for people with learning disabilities 
or whether they should be given specialised provision remains an issue. The debate has been 
fuelled by the similarly contentious issue of psychiatric services for people with learning 
disabilities. The overwhelming conclusion in this area, according to Day (1994), is that 
provision within ordinary mental health services, whether by default or design cannot 
satisfactorily meet the treatment and care needs of people with learning disabilities with 
psychiatric and behaviour problems. Certainly, the case for specialised psychiatric services 
for people with learning disabilities has been well documented (Day, 1984; Newman and 
Emerson, 1991).
Given that CB is sometimes accompanied by concurrent diagnosis in people with learning 
disabilities, it is arguable that individuals with CB should also be given specialist provision. 
Moreover, the benefits of specialist expertise in the required areas should easily outweigh 
the essential argument for generic services, namely to avoid stigmatisation and labelling of 
service users. Current thinking in this area is towards specialist provision of services for 
individuals with CB (for example. Scorer et al, 1993; Emerson et al, 1994; Mansell, 1995;
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Roy et al, 1994; Hoefkens et al, 1990).
Whereas the generic versus specialist provision appears to be heading towards a more 
widely acceptable solution, there still remains considerable debate about the actual model 
of service delivery. The essential components appear to be unit-based services versus 
peripatetic community services.
Specialist units, often on the site of old hospitals, appear to be the main focus for treatment 
and management in unit-based services. Community services on the other hand involve 
specialist teams of people who work at supporting individuals with CB in their community 
placements. In terms of specialist unit provision, some studies report a degree of success in 
terms of improvements in the clinical status of their clients following admission (Eg 
Hoefkens and Allen, 1990; Fidura et al.,1987). Moreover, quality of life improvements are 
noted in a few papers (Eg Roy et al.,1994; Murphy et al.,1991). However, the general 
conclusion from most studies into unit-based treatment programmes was that treatment 
gains were difficult to sustain long term, especially at the point of discharge into mainstream 
services. Several studies report on bed blocking (Eg Keene and James, 1986; Smith, 1994 
and Hoefkens and Allen, 1990) and question the effectiveness of short term treatment for 
CB (Hoefkens and Allen, 1990). Certainly, it is questionable as to whether behaviour 
change within a unit is a function of a learning process or simply a response to (temporary) 
environmental changes related to staff behaviour and structural factors in the specialist unit.
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The identified difficulties of service provision in unit-based facilities appear to have 
provided the impetus for researching community provision for people categorised as 
challenging. Studies have looked at both day and residential community facilities and 
findings on the whole are positive. Specialist teams have tended to work alongside existing 
services providing both expertise and additional hands-on assistance. These teams have 
usually comprised, a psychologist, a behavioural nurse specialist and a number of support- 
workers to carry out intensive treatment programmes with individuals. The majority of 
studies have reported on improvements in the clinical status of individuals (Eg Emerson et 
al, 1994), although studies have tended to be on a relatively small scale. For example, Allen 
and Lowe (1995) reported on a specialist community support team that serviced thirty users 
on average at any one time. However, their study only reports on the outcome of three 
single case studies.
Several studies have used staff performance as an outcome measure of success in evaluating 
such services. Scorer et al (1993) implicitly suggest that through the specialist team 
providing existing staff with additional support staff morale was significantly raised. More 
explicitly, Allen and Lowe (1995) report that existing staffs skills in managing CB improved 
alongside staff satisfaction levels following the input of a specialist community support 
team. No marked increases in staff-client interaction were noted however. In a study 
focusing specifically on staff-client interaction as a measure of performance, Mansell (1995) 
reports increased staff-client contact in specialised staffed homes for people with CB (24%)
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compared to hospital provision (7%) and special unit provision (8%). He goes on to say, 
interestingly, that whilst high staff-client ratios are important in such settings, improved 
staff performance is achieved by reducing the client group size rather than by increasing 
staff numbers. Certainly, this points to the need for small highly staffed community settings 
for individuals with CB.
As with all types of service provision, a number of shortfalls have been identified in the 
research literature, the majority of which seem concerned with actual team dynamics. 
Scorer et al (1993) highlighted the need for the team to have clear roles and responsibilities 
set out from the beginning as well as organisational backing to implement required changes 
in working systems. An unpublished review of a challenging behaviour community team 
written by the deputy team leader (Waters, 1990) identified the need for a psychologist to 
head the team as well as more organisational backing to facilitate changes. Certainly, the 
long term commitment of such specialist work has been recognised in the literature. Allen 
and Lowe (1995) point out that two-thirds of the caseload in their study required long term 
support with only one third requiring specific time-limited assessment and consultation. 
Finally, several studies (Eg Emerson etal., 1994) acknowledge the need for specialist respite 
care facilities for people with CB living with unpaid carers.
Summary
In summarising the research in CB, one could first say that the development of its definition
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has tried to place more emphasis on an individual’s environment rather than on individuals 
themselves, which in theory encourages a more positive proactive response to CB. Applying 
the theory however appears to have been more difficult, with individuals and behaviours 
both continuing to be labelled as ‘challenging’. The problem has been compounded by the 
huge variation in how CB has been categorised across the research with little objective 
agreement in the field. Moreover, an over-reliance on the checklist method of assessment 
has magnified the problem. While ease of use, focus on specific behaviours and 
applicability to low frequency behaviours are clear advantages of using checklists, poor 
reliability and validity along with difficulties of interpretation are obvious disadvantages. 
Prevalence studies have naturally been influenced by the factors raised so far, but what 
seems clear is that multiple CB does exist (Emerson, 1988).
Finally, in summing up, while the majority of research into CB appears to lack clarity and 
precision, the research on service provision for individuals with challenging needs appears 
to have a clearer vision as to future direction. This is possibly as a result of drawing from 
the concurrent psychiatric diagnosis literature which is more established and broader in 
focus than the literature on CB. Furthermore, the area of service provision seems to be 
reaching a good degree of consensus regarding how best to meet challenging needs.
In drawing conclusions from the research carried out in the field of CB, one is first struck 
by the rapid development of the subject since its beginning in the eighties. W hat seems
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certain, is the fact that the field will continue to develop according to the needs of the client 
group. Current thinking appears to support the idea of small, highly staffed, community 
facilities with ongoing expert input supplied by specialist teams with provision for respite 
facilities. In terms of future challenges, certainly further research and development is 
needed in defining and categorising CB, culminating in more detailed diagnostic criteria. 
Emerson (1995) identifies the future need for a clearer understanding of the nature of CB. 
Certainly this will probably emerge as assessment tools for CB are refined and prevention 
and early intervention become priorities in the field.
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A CRITICAL REVIEW ON THE CURRENT DEBATE OVER ASPERGER 
SYNDROME
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Historical background
Asperger syndrome (AS) was first described under the title of autistic psychopathy by 
Austrian physician Hans Asperger in 1944. Until the 1990’s the condition was known as 
Asperger’s syndrome, however some more recent publications appear to have dropped the 
"s". Despite the growing interest in the syndrome, it’s nosological status remains uncertain. 
What seems unclear is to what extent it differs from autism, although some authorities have 
proposed that it is part of the "autistic continuum" (Wing, 1981). The DSM III-R 
(American Psychiatric Association, 1987) has no separate category for this disorder, and 
the DSM-IV (American Psychiatric Association, 1994) took it’s lead in including 
’Asperger’s disorder’ from the ICD-10 (World Health Organisation, 1988). The ICD-10 
justify including AS as a distinct category within the pervasive developmental disorders 
because it does not "fulfill the usual criteria for autism and it remains uncertain whether or 
not the syndrome is truly synonymous with autism" (Rutter, 1989, p504). According to the 
ICD-10, AS is characterised by a qualitative impairment of reciprocal social interaction; a 
lack of clinically significant general delay in language or cognitive development and 
restricted patterns of behaviour and interests. In addition, the disorder is not attributable 
to other varieties of pervasive developmental disorder (WHO, 1988). Given such variation 
in the description of AS, it is understandable that epidemiological studies have been limited.
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Prevalence
Gillberg and Gillberg (1989) examined the prevalence of the syndrome. They could not find 
any figures reporting the population prevalence of AS but instead pooled a number of 
smaller scale studies to reveal frequency figures in the 10-26 per 10,000 range (counting only 
those who were not "mentally retarded").
Diagnostic criteria
Most publications have not used any operational criteria for the diagnosis of AS while 
others have introduced substantial changes to the clinical features described by Asperger 
himself. For example, Asperger believed that the patients he described were of normal 
intelligence. However, some authors have since described patients of AS with "mental 
retardation" (Carpenter and Morris, 1990; Wing, 1981). Moreover, AS has been described 
in patients with and without speech delay (Wing, 1981), although in the original description, 
patients had no history of speech delay Asperger, 1944). In addition to ICD- lO’s diagnosing 
criteria for AS a number of other sets of clinical features or criteria have been proposed over 
the years by authorities in the field. These include those of Asperger himself, those of Wing 
(1981), Gillberg and Gillberg (1989), Tantam (1988) and Szatmari, Bremner and Nagy
(1989).
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Generally speaking, diagnosis of the syndrome focuses on a number of clinical features. 
These include, cognitive delay; speech and language difficulties, including pedantic speech; 
social impairment; clumsiness and all absorbing interests. It is the particular combination 
of these features that appears to be central to the ongoing diagnostic debate.
Cognitive delay
When considering cognitive delay, the differing opinions are based on whether or not 
developmental delay is present in people with AS. Asperger (1944) and ICD-10 (1988) both 
state categorically that cognitive delay is not present. However, Wing (1981), Gillberg and 
Gillberg (1989) and Tantam (1988) state that it may be present and Szatmari’s et al criteria 
for AS leave the issue unstated. The meagre epidemiological figures suggest that the vast 
majority of AS cases are without significant cognitive delay. Gillberg et al (1982), carried 
out an intense study of all 13-17 year olds from the general population with IQ’s <70 (that 
is, learning disabled). They concluded a prevalence for their population of 0.4 per 10,000. 
Wing and Gould (1979) studied AS in 0-15 year olds from a "handicapped" population and 
concluded a prevalence of 0.6-1.7 per 10,000. From both these studies it would appear that 
no more than 1-2% of all mildly learning disabled children show concomitant AS and that 
among the severely learning disabled it is not seen at all. In this low IQ group, of course it 
merges with autism and other autistic-like conditions and becomes inseparable as a 
diagnostic entity. Even allowing for diagnostic error, the relative contribution of learning 
disabled children with AS to the whole population of such children would not be greatly
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altered.
Speech and language difficulties
In terms of speech, a number of elements contribute to the clinical picture. According to 
Wing (1981), the child usually begins to speak at the age expected in normal children. A full 
command of grammar is sooner or later acquired, but there may be difficulty in using 
pronouns correctly, with the substitution of the second or third for the first person 
pronoun. Sometimes a word or phrase is repeated over and over again in a stereotyped 
manner. Subtle verbal jokes are generally not understood, though simple verbal humour 
maybe appreciated. Tantam (1994) also describes "muddled speech and use of neologisms" 
sometimes known to occur. Kerbeshian et al (1990) describe how the prosodic elements of 
speech are often markedly restricted and the content is lengthy and repetitive, often focusing 
on one area of interest. People with AS also have difficulty in making their speech colloquial 
or in leaving things unsaid. Consequently, they often appear to be ponderous or pedantic.
Nonverbal communication
Nonverbal aspects of communication also appear to be affected. Commonly reported is 
little facial expression except for strong emotions such as anger or misery. Wing (1981) goes 
on to say that gestures are limited or else largely clumsy and inappropriate for the 
accompanying speech. Gillberg and Gillberg (1989), appear to agree with this description 
by Wing. Furthermore, comprehension of other people’s expressions and gestures is poor
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and the person with AS may misinterpret or ignore such non-verbal signs. Tantam et al
(1993) and Tantam (1994) expresses this as poor social use of language. He describes how 
people with AS are less able to modify their vocabulary, their tone of voice and the amount 
they speak to accommodate the listener. Adjustments are rarely made with consideration 
for the listener’s age, social status, sex or general disposition. Conversely, the person with 
AS may be either too terse or long-winded, s/he may interrupt or cross-question an older 
or higher status person or may accord too much attention to a child. Naturally, any of these 
inappropriate scenarios may be a source of embarrassment or ridicule.
Social interaction
Perhaps the most obvious characteristic of AS is impairment of two-way social interaction. 
It is generally accepted that this is not due primarily to a desire to withdraw from social 
contact. Rather, the problem arises from a lack of ability to understand and use the rules 
governing social behaviour. These rules are unwritten and unstated, complex and constantly 
changing. They affect speech, gesture, posture, movement, eye contact, choice of clothing, 
proximity to others and many other aspects of behaviour. The degree of skill in this area 
varies among normal people but those with AS are outside the normal range. People with 
AS can be taught some social and conversational skills but these are not the only 
adjustments to other people that are normally required in social situations. It is essential to 
have a reasonably accurate understanding of how another person feels and thinks in order 
to judge how to present ones self: to deceive, to charm, to flatter, to seduce, to sympathise
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with and so on. We also use knowledge about self presentation to be able to judge other 
people’s motives, to know, for example, when to trust them. People with AS do not have 
these abilities and tend to suffer from serious excesses of trust and honesty which can expose 
them to exploitation.
Movement abnormalities
Many children with autism and AS have abnormalities of movement, including odd 
postures, repetitive movements, odd but habitual ways of doing certain common actions 
and stiffness and lack of fluidity in movement. According to Tantam (1994), these may be 
especially apparent in the more able person. Wing (1981), describes gross motor movements 
as clumsy and ill-coordinated. She goes on to say that most people with the syndrome are 
poor at games involving motor skills and sometimes the executive problems affect the ability 
to write or to draw. Stereotyped movements of the body and limbs are also mentioned by 
Asperger. Gillberg and Gillberg (1989) also make diagnostic reference to clumsiness on 
neurodevelopmental examination although they state that motor clumsiness is not a 
prerequisite for the diagnosis of AS. Szatmari et al’s (1989) criteria, derived from Wing’s 
description refers to "clumsy gestures". ICD-10 (1988), state that clumsiness is usual. Odd 
or stereotyped movements may contribute to the poor presentation of a person with AS 
which may in turn produce embarrassment for parents and may alienate some people, 
although they rarely give grave offence.
43
By contrast, asocial behaviours such as yawning, grimacing or inappropriate smiling during 
conversations may be less indulgently received. Therefore, if a person with AS commonly 
uses them, it is a priority to help him become aware of them and of their effect on others. 
In attempting this, it is important to remember that the normal meaning which would be 
attributed to the behaviour is lost on the person with AS. Hence statements like "You 
should pay more attention to your father" or "You must show respect to your teacher" are 
not going to change the behaviour of the person with AS because they are not going to be 
understood.
Obsessional/Ritualistic behaviour
Finally in terms of symptoms, children with this syndrome often enjoy spinning objects and 
watching them until the movement ceases, to a far greater extent than normal. They tend 
to become attached to particular possessions and are very unhappy when away from 
familiar places. As the child gets older, play metamorphoses into hobbies and interests. The 
person with AS frequently has interests which are usually private, often idiosyncratic and 
absorb a considerable amount of time. They usually have excellent rote memories and 
become intensely interested in one or two subjects such as, steam trains, geology, bus time­
tables, media figures and commonly in the nineties, computers. They may also excel at 
board games which require a good memory, such as chess. All the main diagnostic criteria 
include a category for such all-absorbing, circumscribed interest in a subject and as Gillberg 
and Gillberg (1989) point out, the interest may change in content over the years, but its
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fundamental style remains in that it goes to extremes, excludes most other activities and is 
adhered to in a repetitive way and relies on rote memory rather than meaning and 
connection.
Comparing diagnostic criteria
Ghaziuddin et al (1992) carried out a comparison of the main diagnostic criteria for AS.
They concluded that the ICD-10 criteria are the most restrictive and stringent. Gillberg’s
criteria are similar to the features described by Wing except that the former specify the
number of criteria required for diagnosis. Criteria used by Gillberg and Gillberg (1989) and
those of Tantam are almost similar. This is not surprising since both are derived from
Wing’s description. Tantam (1988) stated that:
"Rather than overextend the concept of AS, it is best to reserve it as a descriptive 
label for autistic children who use language freely but fail to make adjustment to fit 
different social contexts or the needs of different listeners; wish to be sociable but fail 
to make relationships with peers; are conspicuously clumsy; develop idiosyncratic 
but engrossing interests and have marked impairment of non-verbal expressiveness 
which affect tone of voice, facial expression, gesture, gaze and posture."
(Tantam, 1988)
Szatmari et al’s (1989) criteria, on the other hand, although derived from Wing’s 
description, are more stringent because they propose the exclusion of those patients who 
meet the DSM-III-R criteria of autistic disorder.
Theory of mind
Diagnostic criteria aside, a number of additional clinical features have also been associated
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with AS impacting to a large extent on clinical practice. Lack of a ’theory of mind’ has been 
hypothesised as having a central role in the presentation of both social impairment and in 
a range of other autistic behaviours. (Baron-Cohen 1988b; Frith, 1989). Theory of mind 
refers to an individuals ability to make inferences about anothers thoughts based on their 
behaviour and is usually tested for using problems of the type, "Peter thinks that Jane thinks 
th a t...". Baron-Cohen (1992) explains this deficit in terms of a specific developmental delay 
in the area of ’metarepresentational development’ which points to a major difficulty in 
solving problems that require second-order attribution of beliefs. Bowler (1992), reported 
two studies which look at the ability of people with AS to understand problems related to 
theory of mind. The results showed that in contrast to younger more handicapped autistic 
individuals, Asperger subjects were able to solve problems of the type outlined, that is, they 
possessed a second-order theory of mind. When asked to explain their solutions however, 
they typically did not use ’mental state’ terms (that is, referring to thoughts or internal 
knowledge) but did not differ in this respect either from non-learning disabled or socially 
impaired, chronic schizophrenic controls.
Despite the reported presence of a theory of mind in some cases (Bowler, 1992) it is clear 
that people with AS have difficulty in understanding the feelings and thoughts of other 
people and consequently appear to lack empathy. This makes it easy for the person with AS 
to become selfish and unless external checks are placed on this tendency to impose routines 
on the family, the person with AS may become a tyrant. Most people with AS leam like the
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rest of the population, by the consequences of their behaviour. For example, that hurting 
others is followed by the most serious of consequences. However, a few people with AS are 
reported as being violent towards others (Tantam, 1994). This violence may have a 
frightening quality as a person with AS is generally not restrained by a show of fear or look 
of appeal on his/her victims face.
Violence and Asperger syndrome
Given a number of reports of violence associated with Asperger individuals (Tantam, 1988; 
Baron-Cohen, 1988), Ghaziuddin et al (1991) undertook an extensive search of the literature 
on AS and violence. For the purpose of their study, violence was defined as ’any act for 
which the person could be charged for criminal behaviour (such as murder, arson, etc) or 
which resulted in a substantial physical injury to another person, with or without the intent 
to do so’. They based their conclusions on 21 publications and found that out of a total 
sample of 132, only 3 patients (2.27%) had a clear history of violent behaviour. Ghaziuddin 
et al conclude that past reports of violence in this syndrome could well have resulted from 
chance. However, in considering such aggressive behaviour, a point of clarification has to 
be the exact definition of violence. Distinction needs to be made between violence and 
"antisocial behaviour". Forexample, Wing’s (1981) account of 34casescontained 4patients 
involved in "bizarre antisocial acts", out of whom only one injured another patient; details 
about the other three were not given. Is violence only directed towards other people and is 
an occasional aggressive outburst or behavioural disturbance justification enough for a
47
person to be labelled violent?
Finally in terms of violence, although lack of empathy is often quoted as the predisposing 
factor (Eg Mawson et al, 1985) alternative explanations may be offered. Certainly.evidence 
is growing for a neurological link between AS and violence. Neurobiological factors are 
generally accepted as being of aetiological importance in autistic conditions. Forexample, 
Jones and Kerwin (1990) demonstrated using computerised tomography direct evidence of 
left temporal lobe damage in an otherwise healthy adult with AS. Ghaziuddin et al (1991) 
go on to suggest a link between temporal lobe damage and violence. The author also 
suggests a possible link between the inappropriate use of language with AS individuals and 
the occurrence of violence, since statements which seem illogical and unfair may easily be 
misinterpreted leading to inappropriate aggression.
Emotional difficulties and Asperger syndrome
Other problems often experienced by Asperger individuals are emotional difficulties. Early 
adolescence brings particular problems: much more initiative and responsibility is expected 
and the new dimension of sexuality is introduced. According to Tantam (1994) many people 
with AS do have sexual feelings in adolescence and use masturbation as a means of releasing 
sexual tension. However, very few people with autism and AS have recovered sufficiently 
from their disability to be able to engage in the degree of social reciprocity necessary for a
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long term intimate relationship. Tantam (1994) goes on to say that few people in this 
category date and sexual frustration is therefore common during adolescence. This may lead 
men and women with AS to respond to inappropriate sexual invitations from other people 
as well as perhaps behaving inappropriately themselves. Certainly Bowler and Worley
(1994) looked into susceptibility to social influence in adults with AS and found that 
although people with AS did not conform significantly more than controls matched for 
verbal IQ, they were significantly more likely to adopt a consistently conforming or non­
conforming strategy. Failure to understand deception is a characteristic of classically 
autistic individuals and is thought to be a reflection of their impaired theory of mind (Frith, 
1989). On this basis it could be argued that subjects with AS ignore confederates responses 
because they lack a "theory of mind". However, as Bowler (1992) has pointed out, Asperger 
individuals can pass tests of second-order false belief which suggests that their relationship 
to social behaviour is a complex one and that the social impairment of people with AS may 
not be a straight-forward function of a metarepresentational deficit as argued by Baron- 
Cohen (1992).
Conclusions
To conclude, the debate over the existence of AS as a separate disorder relative to autism 
continues. Gillberg (1992) argues for a ’disorders of empathy’ spectrum. Wing (1986) 
suggests some useful effects of the separation in terms. She writes that one result of the 
publicity given to Asperger’s work is the small but continuing series of referrals from
49
psychiatrists working in the field of adult mental illness who have recognised the behaviour 
pattern Asperger described in patients who presented diagnostic puzzles or had been called 
schizophrenic or obsessional. The popular view of autism is of a child who is agile but aloof 
and indifferent to others, with little or no speech and no eye-contact. Wing (1986) states that 
many parents find it hard to accept that this description can be applied to an adult who is 
ill-coordinated and who shows an array of eccentricities. Parents and professional workers 
will probably be more receptive if told that the person has an interesting condition called 
Asperger syndrome. They will probably be more inclined to listen to the advice one can give 
on methods of management, which are of course the same as for a higher-functioning 
autistic person. Although no curative treatment is available, parents are most likely to be 
relieved and comforted to have a name for the condition and an explanation for the odd 
behaviour. Although on the one hand it is a pity to introduce yet more terminological 
confusion to the field of autism, itself a term subject to muddled interpretation, certainly the 
discussion of Asperger’s work has been of help to families who previously believed that they 
were alone in their problems.
Future direction
The continuing controversy will have served a useful purpose if it leads to more clinically 
and theoretically appropriate definitions of the conditions constituting the autistic 
spectrum, which take into account the variations related to differences in severity and the 
changes that occur with age. However, despite exploring in greater depth the current
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diagnostic debate over Asperger syndrome, prescriptive applications of findings are limited. 
Most theorists advocate psychoeducation for families and staff as well as for the individual 
(Eg Tantam, 1993). Further exploration is clearly required to understand the processes 
which regulate the behavioural peculiarities associated with Asperger syndrome. It is this 
area which will hopefully attract most research interest in the future.
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A CRITICAL REVIEW ON PSYCHIATRIC SYMPTOMS AND STATES TN 
PEOPLE WITH LEARNING DISABILITIES IN TERMS OF PREVALENCE. 
ASSESSMENT AND THEORY
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Historical context
Less than a decade ago the term ’dual diagnosis’, indicating the coexistence of learning 
disabilities and mental illness, was a new buzzword in the field of learning disabilities. 
Although the secondary handicapping conditions that are common among individuals with 
learning disabilities have always been recognised, the mental health of these individuals has 
only become an important area of focus in recent years (Reiss, 1988a). This is due in part, 
to the way in which the relationship between learning disabilities and mental health has been 
conceptualised. Historically, one perspective held by many professionals has been that 
individuals with learning disabilities were incapable of developing emotional disorders that 
could be characterised as mental illness (ie, they were thought to be incapable of acquiring 
the same disorders as people without learning disabilities). Behaviour disturbances were 
attributed to the impaired development that characterised learning disabilities (Schroeder, 
Mulick and Schroeder, 1979). A second view was that people with learning disabilities were 
indeed vulnerable to mental disorders but that their emotional problems were of a different 
quality and were usually of biologic origin (Szymanski and Grossman, 1984). In recent 
years however, there has been a general consensus that individuals with learning disabilities 
are likely to display emotional disturbances that are similar to those that are present in 
people who do not have learning disabilities. This awareness that the two conditions are 
likely to coexist and that people with learning disabilities are particularly vulnerable to 
mental health problems, has led to heightened interest in describing the magnitude and 
correlates of these two conditions. Studies on the prevalence of psychiatric disorders among
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individuals with learning disabilities have shown almost without exception, rates that are 
much higher than those found in the general population. Forexample, in the Isle of Wight 
study, the frequency of psychiatric disorders reported by Rutter and his associates (Rutter, 
1970; Rutter, Tizard, Yule, Graham and Whitmore, 1976) were three to four times greater 
for children with learning disabilities than for children with normal intelligence. Similarly, 
rates found in the longitudinal study conducted by Roller, Richardson, Katz and McLaren 
(1982) were approximately four to five times higher than in the total age cohort and serious 
behaviour problems were seven times more prevalent in the group with learning disabilities.
Prevalence
According to Borthwick-Duffy (1994), the prevalence of mental disorders is higher among 
people with learning disabilities than in the general population; however, the rates reported 
in the literature range from less than 10% (Eg, McQueen et al, 1987) to more than 80% 
(Eg,Philips and Williams, 1975) and comparisons between studies are difficult to make due 
to their huge variance. Several factors have been identified as being responsible for the wide 
range of variance of reported prevalence rates of psychiatric disorders among people with 
learning disabilities and have been discussed in the recent literature (eg, Jacobson, 1990; 
Russell, 1988). Two of the main factors outlined in a number of studies are definitional and 
identification issues. Any prevalence rates should be interpreted m the context of these 
factors.
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Assessment
An accurate accounting of individuals who have dual diagnosis is dependent on valid and 
reliable assessments of the conditions of both learning disability and mental illness. The 
classification of people who have learning disabilities has been heavily debated for many 
years, in large due to the negative consequences associated with some of its labels eg, mental 
handicap or mental retardation. Lowitzer et al (1987) surveyed all the American states and 
the District of Columbia regarding the definitions o f’mental retardation’ or ’developmental 
disabilities’ (MR/DD). They noted the "dilemma that professionals have faced in diagnosis 
and differentiation of the condition from other physical and mental disorders" (Lowitzer 
et al, 1987). Lowitzer et al also noted that definitions within a single state differed across 
agencies (eg, departments of health, social services and education).
Difficulties with definition
The widely cited Isle of Wight study (Rutter, 1970; Rutter et al, 1976) is one of the most 
carefully designed population-based studies in the literature. However, the purely 
psychometric definition of "mental retardation" used in that study did not take adaptive 
behaviour into account, as many of the American studies have done (Borthwick-Duffy, 
1994). Thus, it can be expected that the lack of a standardised definition will lead to 
dissimilar groups and whl influence prevalence rates.
The identification of individuals as having a mental disorder may be no less complicated
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than defining learning disability o r’mental retardation’. The ways in which researchers have 
defined and diagnosed psychiatric disorders in people with learning disabilities have varied 
greatly and have led to different empirical results and conclusions. Jacobson (1990) 
presented specific examples of how different operational definitions of behavioural and 
emotional disturbance have varied in terms of inclusiveness. Szymanski (1980) noted a 
related problem with overlapping terminology.
’Professionals in the fields of retardation and mental health often use a variety of 
terms such as ’mental illness’, ’mental disorders’, ’psychiatric disorder’ (problem, 
condition), ’emotional disorder’, ’behavioural disorder’. These "labels" often reflect 
the psychological theoretical background of the person rather than a specific 
category and in fact, these terms are usually used interchangeably.’
(p.63)
A lack of reported operational definitions further adds to the difficulty of interpreting
different terminology and making comparisons between studies. McQueen et al (1987), for
example, reported prevalence rates of 9% and 32% for psychiatric disorders and behaviour
disorders respectively, but did not define behaviour disorders. The implication is that some
specific behaviour problems or levels of problem behaviour that constitute an identifiable
category may be present in individuals who do not have a formal psychiatric diagnosis,
however, this cannot be ascertained without knowledge of the study parameters. Costello
(1982) noted the following:
’One problem is that personality disorder, or what might more loosely be termed 
difficult behaviour associated with severe functional handicap, is not always easy to 
distinguish from classic psychiatric disorder, and it is a moot point whether this 
distinction should be made.’
(p39)
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Costello (1982) cited Craft (1959) as an example, who estimated that the rate of mental 
illness in a hospital population was only 7%, whereas the rate of personality disorder was 
close to 33%. Unfortunately, as the differences in these rates illustrate, the distinction is not 
such a moot point when prevalence is being considered.
Diagnostic application
The Diagnostic and Statistical Manual of Mental Disorders (3rd edition-revised) (APA,
1987), has been largely responsible for defining and classifying mental disorders. However,
according to Aman (1991), the application of established diagnostic schemes is increasingly
suspect as the severity of the person’s learning disability increases. It makes sense to suppose
that the stresses affecting a person, his or her appraisal of those stressors and the ultimate
’expression’ of psychopathology may take on very different forms in individuals who have
substantial intellectual handicaps. Indeed, the DSM-III-R deals explicitly with this type of
problem when discussing the use of its diagnostic guidelines with different cultures.
’When the DSM-III-R classification and diagnostic criteria are used to evaluate 
someone from an ethnic or cultural group different from that of the clinicians’s and 
especially when diagnoses are made in a non-Westem culture, caution should be 
exercised in the application of DSM-III-R diagnostic criteria to assure that their use 
is culturally valid. It is important that the clinician not employ DSM-III-R in a 
mechanical fashion, insensitive to differences in language, values, behavioral norms, 
and idiomatic expressions of distress.’
(DSM-III-R, 1987, pxxvi)
Of course, the same can be said of any psychiatric taxonomic system developed on a 
population overwhelmingly made up of normal IQ people. It could be hypothesised that the 
presence of a substantial intellectual handicap is functionally equivalent to and probably
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even more profound than the cultural barriers alluded to in the DSM-III-R caveat. This 
should be recognised despite the desirability and enormous gains made in striving for 
normalisation in recent years.
A number of workers have commented on the enormous problems of applying established 
diagnostic systems to persons with learning disabilities. Forexample, Reid (1983) discussed 
a number of impediments to achieving accurate diagnosis in disturbed learning disabled 
individuals. For example, the lack of speech or the presence of concrete speech may make 
it very difficult to determine the presence of certain symptoms, such as delusions, 
hallucinations, extreme affect and so forth. Furthermore, the presence of certain behaviours, 
for example, echolalia or stereotypy, which ordinarily would be deemed as abnormal in 
people of average intelligence, may be developmentally appropriate in persons of low 
intelligence (Reid, 1983). All of these considerations seem to challenge the routine 
application of traditional taxonomic psychiatric systems across the spectrum of learning 
disability. On the other hand, the use of such systems would seem to be appropriate among 
persons with borderline intelligence, mild and possibly moderate learning disabilities. Many 
of the clinicians and researchers who have noted the need for diagnostic criteria and 
screening procedures that are based on DSM-III-R criteria but are designed specifically to 
be used with individuals with learning disabilities have concentrated on this end of the 
learning disability spectrum.
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Assessment.tools
Among the instruments developed in the last decade are the Aberrant Behavior Checklist 
(ABC; Aman, Singh, Stewart and Field, 1985), the Psychopathology Instrument for 
Mentally Retarded Adults (PIMRA; Kazdin, Matson and Senatore, 1983), the Emotional 
Disorder Rating Scale for Developmental Disorders (EDRSDD; Feinstein, Kaminer, 
Barrett and Tylenda, 1988) and the Reiss Screen for Maladaptive Behavior (Reiss, 1986). 
Aman (1991) reviews 40 instruments including some that were never claimed by their 
developers to be diagnostic tools for psychopathology but nevertheless are good indicators, 
for example, the Adaptive Behaviour Scales (ABS; American Association on Mental 
Deficiency, 1975).
Given that psychiatric symptoms in individuals with learning disabilities often manifest in 
atypical ways, the recognition of such symptoms becomes a major issue in the assessment 
process. Typically, for an individual to receive an additional diagnosis of psychopathology, 
the person must be referred for a psychiatric assessment. Whether this occurs, depends in 
part on the ability of family, friends, service providers and others to recognise potential 
mental disorders. These individuals may be ill-prepared to differentiate mental health 
disorders from problems in adaptive behaviour that are associated with learning disability. 
For example, Rutter and Graham (1970) found that although teachers and parents could 
adequately describe children’s behaviors, they were likely to misinterpret the source of 
behaviour problems observed. Moreover, even qualified psychiatrists have been found to
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underestimate the significance of abnormal behaviour among individuals with learning 
disabilities. (Costello, 1982). In an empirical test of this phenomenon, which has been 
referred to as "diagnostic overshadowing", Reiss et al (1982) found that individuals with 
learning disabilities were less likely to receive a psychiatric diagnosis than those without 
learning disabilities who showed identical behavioural symptoms. Thus the likelihood of 
being referred for psychiatric evaluation as well as the likelihood of being determined to 
have a disorder, may be decreased by the tendency to attribute behavioural problems to the 
disability rather than to a concomitant psychiatric disorder.
It has become apparent therefore that the assessment of behavioral and psychiatric disorder 
in people with learning disabilities requires an understanding of the numerous factors which 
may cause and/or maintain such problems when they occur. The differing types and degrees 
of disabilities within this group of people means that a number of different theoretical 
approaches may be required when arriving at an understanding of and providing treatment 
for, behavioural and psychiatric disorders.
Theories of dual diagnosis
Whereas the areas of differential diagnosis, assessment and prevalence have been the major 
focuses of research, aetiologies of dual diagnosis have received less attention. Current 
aetiological theories are diverse and as well as having practical implications for the 
treatment and prevention of dual diagnoses, suggest important directions for future
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research. Aetiological theories have been bom out of a number of classical models, namely, 
organic, behavioural, developmental and sociocultural models. Organic models of 
psychopathology emphasise physiological, biochemical and genetic factors as potential 
causes of psychopathology.
Organic models
Researchers have made several attempts to investigate whether various genetic disorders are 
associated with specific behaviour disorders or patterns of psychopathology. For instance, 
people with Prader-Willi syndrome typically manifest eating problems including compulsive 
food seeking and obesity (Bregman, 1991). Also, individuals with Lesch-Nyhan syndrome 
invariably develop self-injurious behaviours (Nyhan, 1976). Attempts to link specific genetic 
disorders to classic forms of mental illness, however, have resulted in mixed results. Both 
Bregman (1991) and Reid (1985), in their reviews of the literature, noted that people with 
Down’s syndrome were less likely to manifest autistic symptoms. Lund (1988), however, in 
a study of 44 adults with Down’s syndrome, reported five cases (11%) of autism. In the same 
study, Lund (1988) found no concurrent cases of Down’s syndrome and depression. In 
contrast, several other authors have reported cases of affective disorders in people with 
Down’s syndrome(Sovner et al, 1985; Szymanski and Biederman, 1984; Warren et al, 1989).
There is some evidence that Fragile X syndrome in boys may be associated with attention- 
deficit hyperactivity disorder (ADHD). ADHD may occur in as many as three quarters of
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all cases (Bregman et al, 1988). Bregman and colleagues (1988) also report evidence that 
anxiety disorders are highly prevalent in people with Fragile X. Stronger evidence for 
relationships between various genetic disorders and specific patterns of psychopathology 
may emerge in future studies. If so, genetic anomalies may be associated with specific brain 
pathologies or biochemical patterns that predispose clients to specific forms of mental 
illness.
A surprising number of studies support a relationship between epilepsy and increased 
prevalence of psychopathology in learning disabled people. Eyman et al (1970), in a study 
of learning disabled individuals in three hospitals, reported that psychiatric disorders were 
significantly more common in patients with a history of seizures. Also, in the Isle of Wight 
studies, Rutter et al (1970) found behaviour disturbances in 58% of learning disabled 
children with epilepsy. Whether the relationship between epilepsy and psychopathology is 
coincidental or causal, high prevalence figures may provide some of the strongest evidence 
for organic aetiologies of dual diagnosis.
The dominant biochemical theories of schizophrenia and affective disorders have been 
extended to the dually diagnosed. Grilly (1989) provides a review of such theories. A few 
preliminary studies using neuroleptics to treat psychotic symptoms in learning disabled 
individuals have reported favourable outcomes, indicating that similar biochemical 
mechanisms to those reported in the general population, may be at work (Campbell et
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(eg, Ost and Hughdal, 1981). Ollendick and Ollendick (1982) proposed a model of anxiety 
development emphasising social learning aspects. Children with learning disabilities 
typically begin to exhibit maturational and developmental lags early in childhood. 
According to Ollendick and Ollendick (1982), when discovered, these problems invariably 
lead to heightened anxiety levels in parents and later, children may begin to imitate 
worrying and fear behaviours modeled by their anxious parents.
With regard to operant models. Bijou (1966) outlined four possible explanations for atypical 
development in people with learning disabilities. First, inadequate reinforcement from the 
environment may prevent an individual from acquiring a behavioural repertoire adequate 
for dealing with everyday tasks. Second, inappropriate punishment may modify adaptive 
behaviour and increase avoidance behaviour. Third, deviant response sets may develop as 
a result of contingent reinforcement. Fourth, abnormal anatomical structure and 
physiological functioning may alter stimulus or response functions, with adverse effects on 
the stimulus-response relationship. All four principles appear to be relevant to the aetiology 
of psychopathology in people with learning disabilities.
Developmental models
Developmental models originated with authors such as Piaget and Werner and were first 
applied to the field of learning disabilities by Zigler in 1969. Developmental models have 
been applied more frequently to cognition in learning disability than to the area of dual
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diagnosis. However, developmental models may offer important frameworks for 
understanding psychopathology in learning disabled individuals. For example, behaviours 
considered pathological for a person at a given chronological age may be considered normal 
for a person whose developmental level is delayed. It has been pointed out that psychiatric 
problems such as depressive symptoms, fears and phobias are more prevalent in the learning 
disabled population than in the general population (Matson and Barrett, 1982). However, 
these problems are also more prevalent in non-leaming disabled individuals during 
childhood (Kennedy, 1983; Petti, 1989). Prevalence rates of these disorders in learning 
disabled people may be high in comparison to similar-age peers but normal in comparison 
to people at similar developmental levels.
Sociocultural models
Finally, some theorists emphasise sociocultural variables in the aetiology of dual diagnosis. 
Reiss and Benson (1984) have noted that many people with learning disabilities are exposed 
to an excessive number of negative social experiences. Learning disabled individuals are 
often segregated from normal social experiences either because of restrictive placements or 
because care-givers seek to protect them from possible ridicule. Rejection by peers, 
infantalisation and social disruption are additional negative experiences. Restricted access 
to employment opportunities because of intellectual impairments or social prejudices may 
promote poverty and continued dependency on others (Reiss and Benson, 1984). It is 
reasonable to assume that prolonged exposure to negative social conditions may adversely
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affect one’s mental health.
Conclusions
In conclusion, despite the promising gains made in the area of dual diagnosis, much remains 
to be done in order to expand on our understanding of the problem. At present, most of the 
data-based efforts in the area have been extrapolated from existing research in the broader 
mental health field. Although this approach is of some value, clearly a more specific set of 
theoretical assumptions and data-based studies are required for best practice. The very 
nature o f ’dual diagnosis’ and the need for psychiatric diagnosis means that practitioners 
in the field remain very reliant on the medical model. However, given the enormous 
magnitude and scope of the problem relative to other mental health issues, it is hoped that 
scientists and practitioners in psychology in addition to related disciplines will take a much 
greater interest in studying this topic as well as taking the lead in adapting many of the 
psychological techniques used in the mental health field for use with this special population 
of people.
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UNIVERSITY OF SURREY/SWTRHA 
MSC IN CLINICAL PSYCHOLOGY 
THIRD YEAR TRAINING PLAN
TRAINEE NAME 
Dawn Thomas
DATE
20 September 1993
APPRAISED BY 
Catherine Dooley
SUMMARY OF CLINICAL APPRAISAL
Dawn has covered the majority of areas of required clinical experience well with some 
specific gaps. Her skill development is at a good level generally, with a need to develop 
further therapeutic skills, particularly using more non-directive models.
CLINICAL EXPERIENCE AND TRAINING NEEDS
Essential
1 Dawn needs to do more work with adolescents and with children with 
developmental delay. For adolescents 3-4  clients and a maximum of 15 sessions are 
needed. For children with developmental delay she needs experience of assessment 
and intervention and an understanding of services; if this is not independent client 
work -10 sessions.
Desirable
2 Focus on eating disorders and obsessional problems in client work.
3 Clinical work using a different model (either systemic or psychotherapeutic). If 
added to adolescent experience, an extra 5 sessions required (eg if attending a 
systemic workshop).
4 Use of organisational skills for service provision, development and evaluation:
(a) plan, run and evaluate a training programme under supervision;
(b) plan, implement and review an area of project work in a similar way.
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The Psych D in Clinical Psychology conversion programme has enabled me to develop 
greater professional competence in the areas of academic study, clinical practice and 
research. It has allowed me to build on the knowledge base acquired through my MSc 
training and apply a wide range of skills to my current practising setting. My contribution 
to the service as well as professional expertise has therefore been enhanced.
Regarding the academic audit, I have completed three critical reviews of the literature in the 
areas of obsessive-compulsive behaviour in people with learning disabilities, dual diagnosis 
and Asperger syndrome. These have enabled me to increase my knowledge base in specialist 
areas that have reflected my clinical caseload. In addition, the workshops that I have 
attended over the last year have provided both a breadth and depth of knowledge from 
which to draw on.
My review in the area of obsessive-compulsive behaviour in people with learning disabilities 
was the result of a departmental request to update the existing information held within the 
psychology department library. As the review points out, very little research has been done 
in this specific area and so the resulting knowledge is particularly limited. The review 
required an in-depth search of the available literature with much extrapolation from the 
field of obsessions and compulsions in general. The resulting review has provoked 
considerable interest within the department, one seminar having been delivered and another
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planned.
My review in the area of Asperger syndrome was the result of a clinical case which had been 
referred to the department and which I took on. As well as providing me with the 
knowledge base to inform my work with this client ona  1:1 basis and with the parents, the 
review has enabled me to advise other professionals in the service in developing a package 
of care for the individual. Moreover my work with this client has enabled his symptoms to 
be recognised as those specific to Asperger syndrome and thus has provided the opportunity 
for additional services, such as sheltered employment and support. As a result of my work 
with this client I have been asked to present at an academic seminar held weekly as part of 
the local medical team training programme. I have already presented the review to members 
of my department.
My review in the area of dual diagnosis reflects the growing need to understand and work 
with clients who are learning disabled and who also have a psychiatric illness. Certainly, I 
have a number of clients who fall into the category of dual diagnosis and my colleagues in 
the Psychology Department who provide the psychological input to the Trust’s Intensive 
Behavioral Unit for people with challenging behaviour, are only too familiar with the 
concept. However, developing appropriate therapeutic strategies has received little research 
attention in the past. Completing this review of the literature has enabled me to draw on the 
existing knowledge base in considering new ways of working with such clients. It also gave
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me the confidence to adapt psychological techniques borrowed from the adult mental health 
field to help overcome severe anxiety in an individual with learning disabilities.
The academic workshops that I have attended this year have reflected my professional need 
to both consolidate my knowledge in certain areas as well as stimulate my interest in areas 
not fully covered by my two year Msc course. Workshops and seminars falling into the first 
category include those such as "Challenging Behaviour, how to wrestle with problems and 
win" and later in the year, "Working with adults with Autism or Asperger(s) syndrome". 
Examples of workshops/seminars attended to broaden my knowledge include, "Health 
Psychology and Chronic Pain"; "Eating Disorders"; "Motivational Interviewing"; "Couples 
Therapy"; "Assessing Psychosis"; "Assessing Suicidal Risk"; "Organisational Work" and 
"The interface between Neuropsychology and other disciplines". The latter seminars have 
fuelled my interest in applying techniques from other disciplines to the field of learning 
disabilities.
In the area of Clinical Audit, I consider that I have gained much in terms of professional 
development over the last year. Given that I chose to embark on the Psych D conversion 
programme immediately following completion of my two-year MSc in Clinical Psychology, 
much of my Clinical Audit has been determined by the British Psychological Society (BPS) 
regulations associated with becoming a Chartered Clinical Psychologist which I have 
recently achieved. According to the BPS, I have "satisfactorily completed a further period
81
of twelve months’ supervised practice... following the successful completion of a two-year 
clinical psychology training course".
As a ’third year trainee’, I took the opportunity to develop my clinical skills in areas which 
my two-year training course was unable to provide; namely working specifically with 
adolescents and later with children with developmental delay. In this way I was able to 
increase my clinical expertise and thus develop confidence in these two areas. Certainly I 
have been able to draw on techniques of working with adolescents (Eg, group work) and 
apply them to the field of young adults with learning disabilities. The workshop I attended 
on "Children with Developmental Delay" was of particular relevance to my later work with 
this group and thus served as a good refresher of current practice.
My Research Audit has taken me into new territory in a number of ways. The choice of 
topic initially was client led in that during my work with Asian muslim families I was struck 
by the fact that parents held some unusual ideas about the cause and meaning of learning 
disabilities. This led me to review the literature in this area and discover that although such 
’unconventional beliefs’ were recognised at a superficial level, very few researchers had 
looked into this in any depth. In initiating this piece of research, the area of study itself was 
completely new to me and to those in my department. However given the relatively high 
number of Asian muslim families in both my areas of work, a greater understanding of the 
issues was an essential requirement if closer working relationships were to be forged.
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As well as the actual topic area, the method of study was also novel to me. Devising a 
suitable interview schedule, liaising and working closely with interpreters and maximising 
the benefits of qualitative information all required developing new research methods. 
Moreover, using more qualitative means to analyse data has also been a worthwhile 
challenge.
Finally I have been asked to present my research findings to a number of forums both inside 
and outside the Trust and with a view to further professional development, I would like to 
submit aspects of it for publication in the future.
In conclusion, I consider that the Psych D in Clinical Psychology conversion programme 
has enabled me to develop professionally in terms of my knowledge base, my clinical skills 
and my research ability. I have successfully been able to integrate the three areas into my 
clinical work over the last year thus developing my own level of professional expertise in my 
specialty area of work as well as expanding the range of expertise that my department can 
offer to our clients and to the Trust in which I work.
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THE BRITISH PSYCHOLOGICAL SOCIETY MEMBERSHIP AND 
QUALIFICATIONS BOARD COMMITTEE FOR THE SCRUTINY OF 
INDIVIDUAL CLINICAL QUALIFICATIONS
EVALUATION OF CLINICAL COMPETENCE: ASSESSMENT FORM
Trainee’s name DAWN THOMAS____________
Supervisor’s name ELAINE ALVES____________
Description of placement Learning disabilities/Children and Adolescents 
Date of placement 01.10.94 - Present__________
To be completed by the supervisor/s about the trainee’s clinical experience and returned to 
the Co-ordinator of Training at the end of the period of experience being assessed. In each 
section supervisors are asked to comment on the trainee’s performance during the 
placement using the headings as a guide. These headings are illustrations of the topics to 
be covered and other issues may also be important in some settings. Please give detailed 
feedback, providing a rounded view of the trainee’s strengths and weaknesses. In addition, 
supervisors are asked to give a rating as a recommendation on whether the various aspects 
of the placement have been passed, and whether the placement as a whole has been passed.
GENERAL COMMENTS (To be completed last. Continue on separate sheet if necessary).
Supervisor’s overall evaluation PASS/BORDERLINE/FAIL
General comments by the supervisor (Specify any outstanding assets and any particular 
problems and limitations. Also, mention any special aspect of this placement which is 
relevant to the trainee’s functioning and competence):
In her work with us Dawn has demonstrated herself to be a competent and 
resourceful clinician who is able to carry out detailed and accurate assessments o f  
presenting problems, make clear and coherent formulations and to follow through 
in a systematic but flexible and sensitive manner intervention plans she negotiates 
with clients and/or their carers. She also has excellent interpersonal skills which 
stand her in good stead in securing the active engagement and co-operation o f  
clients and colleagues. She draws very clearly from her phycological knowledge 
base and during supervision sessions demonstrates a sound academic background 
and ability to apply theoretical and research knowledge to clinical work.
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Trainee’s comments on the accuracy of the feedback:
Since beginning my placement I feel that I have been able to apply my academic 
knowledge in the work setting effectively and have gained a great deal o f  
satisfaction from the results achieved. Moreover I have felt very well supported by 
the whole department.
Supervisor.................  Trainee...................  D a te .......................
SECTION A: WORK WITH INDIVIDUAL ADULTS AND CHILDREN AND
COUPLES
RELATIONSHIP FACTORS (ability to establish patient’s trust and confidence, sensitivity 
to patient’s communication, awareness of termination issues where relevant):
Pass - Dawn has excellent skills in engaging clients whilst maintaining a properly 
professional distance.
FORMULATION OF PROBLEMS (ability to use theoretical ideas to understand 
problems and to use theory in developing an action plan; ability to reformulate problems 
in the light of new information):
Pass - Dawn has demonstrated this well across a wide variety o f  referrals.
CARRYING OUT PROCEDURES (interviewing skills, selection and accurate 
administration of assessment procedures, including psychometric assessment, interpretation 
and use of results, ability to carry out treatment approaches):
Pass - as above.
MONITORING EFFECTIVENESS (describing what has been achieved, including choice 
of appropriate measures and interpretation of results):
Pass.
REPORTS (written and oral communication and reports are clear and comprehensive, aims 
and nature of treatment clearly expressed, adequate and careful assessment of outcome, 
timeliness):
Pass - Dawn’s reports are clear, coherent, accurate and written in such a way as to  
be highly accessible to the other professionals she has to communicate with.
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OTHER:
SECTION A rating: PASS/BORDERLINE/FAIL/NOT APPLICABLE 
SECTION B: WORK WITH FAMILIES
RELATIONSHIP FACTORS (ability to establish trust and confidence, sensitivity to 
communication from all family members, awareness of termination issues):
Pass as noted in section A.
FORMULATION OF PROBLEMS (ability of use theoretical ideas to understand 
problems and to use theory in developing an action plan; ability to reformulate problems 
in the light of new information):
Pass.
CARRYING OUT PROCEDURES:
Pass - in particular Dawn has had to carry out very sensitive work with separating 
families.
MONITORING EFFECTIVENESS (describing what has been achieved, including choice 
of appropriate measures and interpretation of results):
Pass.
REPORTS (communication and reports are clear and comprehensive, aims and nature of 
treatment clearly expressed, adequate and careful assessment of outcome, timeliness):
Pass.
OTHER:
SECTION B rating: PASS/BORDERLINE/FAIL/NOT APPLICABLE
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SECTION C: WORK WITH GROUPS
RELATIONSHIP FACTORS (ability to establish trust and confidence, sensitivity to 
communication from all group members, awareness of termination issues):
Pass.
FORMULATION OF PROBLEMS (ability to use theoretical ideas to understand 
problems and to use theory in developing an action plan; ability to reformulate problems 
in the light of new information):
Pass.
CARRYING OUT PROCEDURES (able to use methods appropriate to the type of group 
and clients):
Pass - Dawn has demonstrated her ability to choose appropriate group 
exercises/activities in line with group members needs and the purpose o f the group.
MONITORING EFFECTIVENESS (describing what has been achieved, including choice 
of appropriate measures and interpretation of results):
Pass - the group has not yet terminated but weekly monitoring takes and is 
appropriate.
REPORTS (written and oral communication and reports are clear and comprehensive, aims 
and nature of treatment clearly expressed, adequate and careful assessment of outcome, 
timeliness):
As the group has not yet finished final reports are still pending.
OTHER: Note: The above assessment is in relation to Dawn’s work in running
a social skills group for adolescents with interpersonal skills 
and relationship problems.
SECTION C rating: PASS/BORDERLINE/FAIL/NOT APPLICABLE
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SECTIONLDl WORK WITH DIRECT CARE STAFF
RELATIONSHIP FACTORS (ability to establish staff members trust and confidence, 
sensitivity to staff communications, awareness of termination issues where relevant):
Pass - Dawn has had to work in difficult circumstances with care staff whose skill 
level vary widely (and are often inadequate to the needs o f their clients).
FORMULATION OF PROBLEMS (ability to use theoretical ideas to understand 
problems and to use theory in developing an action plan; ability to reformulate problems 
in the light of new information:
Pass - Dawn has shown herself able to :
1) Communicate formulations to staff
2) Assess the impact of carer behaviour and carer systems on the presenting 
problem.
ENABLING STAFF TO CARRY OUT PROCEDURES (giving appropriate advice or 
instruction, handling difficulties as they arise, maintaining focus on goals, flexibility and 
perseverance):
Pass - done with great sensitivity.
MONITORING EFFECTIVENESS (describing what has been achieved, including choice 
of appropriate measures and interpretation of results):
Pass - follow ups have been done to evaluate the effectiveness o f  guidelines provided 
to staff on managing the referral problems.
REPORTS (written and oral communication and reports are clear and comprehensive, aims 
and nature of treatment clearly expressed, adequate and careful assessment of outcome, 
timeliness):
Pass
OTHER:
SECTION D rating: PASS/BORDERLINE/FAIL/NOT APPLICABLE
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SBCTIQN.E: TEACHING
PLANNING AND PREPARATION (understands aims of teaching and can relate content 
and method of presentation to aims, can anticipate the needs of other staff in terms of 
appropriate content, degree of detail etc.):
Pass - main experience to date has been in the preparation and presentation o f  
seminars to in-house staff.
Seminars are well prepared/researched and organized and pitched at a level 
appropriate to the audience.
PRESENTATION (formal and informal teaching, transmission of skills, presents material 
clearly, avoid technical jargon and excessive detail, adapts material appropriately to 
questions and feedback):
Pass - excellent.
MONITORING EFFECTIVENESS (describing what has been achieved, including choice 
of appropriate measures and interpretation of results):
OTHER:
SECTION E rating: PASS/BORDERLINE/FAIL/NOT APPLICABLE
90
SBCJJ Q N F : ORGANISATIONAL WORK/STAFF TEAM WORK
KNOWLEDGE OF ORGANISATION (understands the organisation of the clinical unit, 
including points of decision making, formal and informal channels of communication, role 
and function of key staff and committees):
Good - this was covered through an intensive induction period. Knowledge has 
increased with day-to-day exposure to the organisation.
ACTIVITY WITHIN ORGANISATION (able to take effective action within 
organisational framework of unit, involvement in coordinated activities in relation to 
patients and problems, able to tolerate frustrations when not able to secure staff agreement) :
Pass - no problems in this area appropriate for level o f sensitivity within the 
organisation.
CONTRIBUTION TO WARD-BASED OR STAFF TEAM ACTIVITIES (ease of 
relating with colleagues in other disciplines, contribution to multi-disciplinary meeting, case 
conferences):
Pass - Dawn is very skilled in her manner o f  relating to teams at both a formal and 
informal level.
OTHER:
SECTION F rating: PASS/BORDERLINE/FAIL/NOT APPLICABLE
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SECTION G: RESEARCH ACTIVITY
IDENTIFICATION AND EVALUATION OF RELEVANT LITERATURE (able to 
identify appropriate topics for reading and to make use of the available literature, has 
knowledge of the literature relevant to issues in the placement, able to relate issues in the 
literature to issues in clinical practice):
Pass - this is evident from Dawn’s current Psych D programme eg. her study on 
developing a tool to assess ethnic minority attitudes and beliefs in relation to  
learning disabilities.
FORMULATION AND DESIGN: IDENTIFICATION OF PROBLEM (can make a 
clear statement of the problem in a form which is capable of answer, can design 
investigation in a manner which is realistic and capable of providing answers to the 
questions posed):
Pass - the methodology has been approved by her University supervisor on the 
Psych D programme and experts in the field o f ethnic issues in disability.
DATA COLLECTION AND ANALYSIS (can plan and organise data collection, and 
analyze data appropriately):
This work is still underway.
INTERPRETATION OF RESULTS (can interpret results and draw appropriate 
conclusions):
Pending.
USE OF RESEARCH ACTIVITY (contribution to the service, how has the work helped? 
what use has been made of it?):
Given the prevalence o f ethnic minorities in the area covered by the services, her 
study is highly appropriate and we hope to use the information yielded by her study 
to inform our service strategy.
OTHER:
SECTION G rating: PASS/BORDERLINE/FAIL/NOT APPLICABLE
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SECTION H: PROFESSIONAL BEHAVIOUR
RELIABILITY:
Excellent.
INTEREST AND ENTHUSIASM:
Excellent.
ORGANISING WORKLOAD AND MANAGING PRIORITIES (can handle a 
reasonable workload, takes responsibility for this):
Dawn’s time management is excellent.
DEGREE OF INDEPENDENCE APPROPRIATE TO STAGE OF LEARNING (ability 
to carry out work after general discussion, ability to take responsibility and recognise when 
further consultation is necessary):
Dawn makes appropriate use o f supervision for her stage o f learning.
AWARENESS OF ETHICAL ISSUES:
Dawn is well informed on professional guidelines on ethical issues
USE OF SUPERVISION (response to feedback and constructive criticism).
As noted above - fine
SECTION H rating: PASS/BORDERLINE/FAIL/NOT APPLICABLE
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Telephone: 0116 254 9568 St Andrews House
Fax: 0116 247 0787 48 Princess Road East
E-mail: bps1@le.ac.uk LEICESTER
CompuServe: 100020.73 LEI 7DR
The British Psychological Society
25lh January 1995
Membership Number: 33363
Mrs E  D Bawa C Psychol 
Psychology Dept (HRC)
Homewood NHS Trust, Homewood House 
Guildford Road 
CHERTSEY, Surrey 
KT16 OQA
Dear Mrs Bawa
Congratulations on becoming a Chartered Psychologist. Your name was entered on TJie Register on 
19 January 1995 and a certificate to that effect is enclosed. Also enclosed is a Practising 
Certificate for the first year.
The details being used for your entry in TJie Register are set out in the enclosed Proof Sheet.
Please deal with it in accordance with the Notes on Proof Sheet, and return the Proof Sheet, if 
necessary, within the next month.
Also enclosed is a form in case you want to frame either or both your certificates.
If you hold either a Statement or a Certificate of Competence in Occupational Testing, you are 
now, by virtue of your Registration as a Chartered Psychologist, eligible to affirm the 
competence of applicants for a Certificate of Competence. However, before doing so, please 
contact the Society asking for the information pack on the Verification of Assessments which 
gives essential information to those intending to assess applicants’ competence.
Yours sincerely
ENCLOSURES: 
Registration Certificate 
Practising Certificate
fenny Parker (Mrs) Form for Frame
Operations Manager Proof Sheet
Notes on Proof Sheet
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ABSTRACT
Spontaneous facial expression of emotion was studied in two groups of right-sided 
(RSS=11) and left-sided stroke patients (LSS=11) and in a medical control group (MC=11). 
To elicit emotions, twelve slides, constructed to produce positive (4), negative (4) and 
neutral (4) emotional responses were used. Two judges rated silent video tapes of the 
subject’s emotional expression. The subjects themselves were asked to rate the slides 
valency, that is, how negative or positive they found the slides (O=most negative to 1 O=most 
positive) and asked to make comments about each slide. Depression and Anxiety measures 
were also taken. Overall there was no significant difference in facial expression between the 
three groups. RSS’s tended to rate slides more positively than LSS’s and MC’s and use 
’personalisations’significantly more than MC’s when describing the positive slides. Finally, 
LSS’s were significantly more depressed than either RSS’s or MC’s.
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1, JN T R Q P UCTIQ N  
1 1  General Overview
Over the last twenty years there has been growing interest in the area of emotional 
processing in both ’normal’ and ’head-injured’ populations. Although such interest in 
emotion is not new, relatives of head-injured patients have fuelled the enthusiasm of 
clinicians and researchers alike by reporting the gravity of post-traumatic emotional 
changes. Brooks (1984) reviewed the implications of head injury upon the family and 
concluded that:
"... it is emotional and not physical symptomatology in the patient that burdens a relative. "
(p. 134)
1 2  Historical Perspective
The study of emotion dates back to Darwin and the publication in 1872 of his book, "The 
Expression of Emotions in Man and Animals". Darwin attempted to explain the origin and 
development of principal expressive behaviour in terms of evolutionary processes. 
Although Darwin’s book was a best-seller at the time, it’s influence was short-lived.
Throughout the 1920’s animal experimentation concluded that different types of emotional 
response could be elicited by physical stimulation or removal of certain parts of the brain. 
Eg, working with cats Philip Bard showed that strong "rage" responses were dependent 
upon the diencephalon, which includes the thalamus and hypothalamus. He found that if
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the diencephalon was intact, animals would show strong emotional responses, but if the 
animals were decerebrate, leaving the diencephalon disconnected from the midbrain, they 
did not.
The next major chapter in the history of the neurology of emotions came in 1937 when 
Papez proposed that the structure of the "limbic lobe" forms the anatomical basis of 
emotions. Papez argued that the limbic structures acting on the hypothalamus produce 
emotional states. Although Papez gave no weight to the neocortex, his theory combined 
behavioural phenomena having no known neurological basis with anatomical structures 
having no known function.
A third major finding in the history of emotion came in 1939 when Kluver and Bucy 
announced the rediscovery of an extraordinary behavioural syndrome that had first been 
documented by Brown and Schaefer in 1888. The syndrome resulting from bilateral 
anterior temporal lobectomy in monkeys gave rise to a series of emotionally mediated 
abnormal behaviours. For example, tameness and loss of fear; indiscriminate dietary and 
sexual preferences. Kluver-Bucy syndrome has since been observed in humans and 
apparently requires that the amygdala and inferior temporal cortex be bilaterally removed.
At about the same time as Kluver and Bucy’s discovery, a less dramatic but in many ways 
more important discovery was made by Jacobson. In 1935 he reported that a particularly
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neurotic chimpanzee appeared more relaxed following frontal lobe surgery. The frontal 
lobotomy was therefore bom as a tool to relieve various behavioural problems. However 
it was not until the 1960’s that any systematic research was done on the effects of such 
psychosurgery. Hence frontal lobotomies in humans were performed without an empirical 
basis. Laboratory experiments have since shown that frontal lobe lesions in rats, cats and 
monkeys all have severe effects on social and affective behaviour. Furthermore one of the 
most striking descriptions of emotional changes following damage to the frontal lobes of 
a human subject was provided by Harlow (1868). He described the profound personality 
and emotional changes of Phineas Gage, a railway worker who suffered severe frontal lobe 
injury in a work-related accident. Despite a good physical and cognitive recovery, friends 
of Phineas Gage stated that he was a different person. "No longer Gage".
1.3 The Nature o f Emotion
Agreement as to the exact nature of emotion has fuelled considerable debate amongst 
scientists over the years. Most theorists endorse the classic "reaction triad" of physiological 
arousal, (eg, sweating, changes in visceral activity, blood flow), expressive behaviour (eg, 
facial expression, tone of voice) and subjective feeling (eg, love, hate). Some include 
motivational and cognitive processes. The theoretical distinction between the different 
components of an emotional experience is significant because there appears to be little 
correlation among the three when they are all measured in the same subjects. In general 
however by emotion, one refers to reactions to an appropriately evocative stimulus
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involving cognitive appraisal, perception, subjectively experienced feeling, autonomical and 
neural arousal, expressive behaviour and goal directed activity (Plutchick, 1984). Following 
on from this, there are two general classes of theory about emotion (Zojonc, 1984) : (a) 
cognitive theories in which stress is placed on the role of cognitive processes mediating 
emotional experience (eg, Lazarus, 1982) and (b) more biologically oriented theories that 
suggest separate systems for cognition of emotion (eg, Ekman 1984), yet describe reciprocity 
and interaction between the two systems (Izard and Malatesta, 1987). According to Borod 
(1992), the latter theories are particularly relevant to the neuropsychological study of 
emotion.
1.4 The Anatomy o f Emotion
The tendency to describe emotional and behavioural changes following brain-injury in 
general terms has been apparent since the demise of Phineas Gage. Textbooks as well as 
spouses and relatives often describe "personality changes" in brain-damaged individuals 
which are seldom described objectively. Nonetheless, the study of nonhuman subjects, 
particularly primates has made it possible to identify various brain regions that undoubtedly 
play a significant role in emotional processing.
Over the past twenty years, studies on several species of monkeys with lesions of the fontal 
cortex, paralimbic cortex, or amygdala have consistently implicated the importance of these 
forebrain areas in emotional behaviour. The changes in emotional processes in monkeys
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with frontal lesions are especially important as they suggest that similar changes might be 
found in humans with frontal lobe injuries. In particular, since monkeys fail to make 
appropriate vocal and gestural behaviours and fail to respond normally to those made by 
others, one might predict that humans with frontal lobe injuries would show similar 
abnormalities, couched as "personality changes".
Primate studies have also pointed to the importance of the amygdala and the adjacent 
paralimbic cortex and temporal neocortex in emotional behaviour (Kluvers and Bucy; 1939). 
The close anatomical connections between the orbital prefrontal cortex and the amygdala 
coupled with the emotional changes following lesions to either region suggest that they 
belong to some neural circuit regulating emotional behaviour. However, it does not seem 
possible to provide a precise theory as to the anatomical circuit of emotions at present.
1.5 Emotional Processing Modes
Critical to the neuropsychological study of emotion is the distinction and relationship 
between expression and perception. It is generally agreed that the expression of emotion 
refers to a person’s ability to demonstrate to others their emotional message. Emotional 
perception on the other hand refers to a person’s ability to process and comprehend the 
emotional aspects of a stimulus. Borod (1992) raises the question of whether for normal 
subjects, the two modes are correlated and, for brain-damaged individuals, whether deficits 
in both modes co-occur. According to Tomkins and McCarter (1964),
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"The skills of receiving and sending are intimately interdependent because the face one sees 
is not as different from the face one lives behind."
(p. 128)
From a theoretical standpoint, it is important to know whether there is a single system that 
is a "central mechanism" (Borod, 1992) or independent systems for emotional processing. 
This issue arises out of neurolinguistic debate as to whether there is one language system 
represented in the brain that mediates production and comprehension or whether there are 
two systems separately structured for output and input (ie Brocas area and Wernicke’s area 
respectively), (Goodglass and Menn, 1985).
In emotion research with normal subjects, a separation between processing modes is 
supported. Studies have made a number of suggestions. Odom and Lemond (1972) 
propose that the two modes develop at different times in childhood; furthermore, perception 
is not prerequisite for expression (eg, Izard’s work with blind infants, 1977). Borod et al 
(1986) as well as Borod et al (1990) have also proposed that performances on perceptual and 
expressive tasks are not significantly correlated.
A few researchers have examined the relationship between processing modes in brain­
damaged subjects. Looking at the facial channel, that is facial expression of emotion and 
the perception of others facial expression, Borod et al (1986) correlated measures in right 
brain-damaged (RBD) left brain- damaged (LBD) and normal controls (NC) subjects: No 
systematic relationships were found to emerge for either the individual subject groups or for
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all subjects. In terms of the prosodic channel (ie, rhythm, intonation, pitch of speech 
governed by emotion), Ross (1981,1985) described RBD’s in whom differences occurred. 
Subjects with exclusively anterior (frontal) damage showed expressive deficits, whereas 
those with posterior damage showed comprehension deficits. Cancelliere et al (1990), also 
working on the prosodic channel, found that the basal ganglia emerged as a structure of 
particular importance in the mediation of emotional expression and comprehension. Borod 
(1992) summarises the evidence for separate processing modes by stating that:
"The lack of relationship between expression and perception suggests that these modes tap 
relatively separate aspects of emotional processing and potentially reflect separate 
neuroanatomical systems."
(p. 340)
As noted, communication of emotion is ’multidimensional, involving several different 
channels (ie, facial, prosodic/ intonational, lexical/speech content, gestural, postural). 
Clinical differences in emotional processing may be observed in any or all of these channels 
as research has tended to demonstrate.
Lfi Distinctions in Emotional Processing
Research into emotional processing has tended to follow the same pattern as research into 
cognitive processing in terms of looking at predominantly hemispheric specialisation of 
function. This term refers to the notion that certain higher functions are differentially 
represented in the two hemispheres and are predominantly affected by damage to one
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hemisphere. Cerebral dominance is considered to be a relative rather that an absolute 
concept (Benton, 1975). In right-handed individuals, the left hemisphere is the primary 
mediator of verbal/linguistic functions, the numerical symbol system and complex voluntary 
movement, whereas the right hemisphere has a primary role in nonverbal and spatial 
functions, attention and melody (Lezak, 1983).
1.6.1 Interhemispheric differences
Undoubtedly, hemispheric asymmetries for emotional functioning have been less clear-cut 
than those for cognitive functioning. Although early work in the neurological literature 
suggested a special role for the right hemisphere; this was largely based on clinical anecdotes 
and single case studies (eg, Hecaen and Angelergues, 1962). Some of the best known 
descriptions of interhemispheric differences are those of Goldstein (9139). He suggested 
that left hemisphere lesions produce "catastrophic" reactions characterised by fearfulness 
and depression, whereas right hemisphere lesions produce "indifference". The first 
systematic study of these contrasting behavioural effects was carried out by Gainotti in 
1969, who showed that catastrophic reactions occurred on 62% of his left hemisphere 
sample compared with only 10% of his right hemisphere cases. In contrast indifference was 
more common in right hemisphere patients occurring in 38% as opposed to only 11% of the 
left hemisphere cases. Significantly however, Gainotti reported that catastrophic reactions 
were associated with aphasia and indifferent reactions with neglect. Over the last twenty 
years however interest and knowledge have grown. Research has tended to concentrate
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mainly on the link between hemispheric differences and processing modes.
In terms of both perception and expression of emotion, studies have examined both normal 
and brain-damaged groups. For the purpose of this study, a review of the literature on 
brain-damaged subjects is most relevant. For a review of the literature on normal subjects 
see Borod, (1992).
To study the perception of emotion in brain-damaged patients, subjects are usually required 
to distinguish between two emotionally toned stimuli to identify the emotion being 
expressed by a stimulus. In general, nonemotional as well as emotional stimuli are 
presented, and care is taken to control for cognitive and perceptual deficits associated with 
unilateral brain damage.
For the facial channel, studies have shown that deficits in the perception of emotional facial 
expressions are associated more frequently with pathology of the right than the left 
hemisphere (eg, Borod et al, 1986; Dekosky etal, 1980; Etcoff, 1984, Kulikov and Sidorava, 
1983; Bowers et al, 1991). This deficit has also been found to be separate from deficits in 
processing nonemotional faces (Bowers et al, 1985; 1991) and visuospatial stimuli (Etcoff, 
1984).
For the prosodic channel, results have been less clear-cut than those for the facial channel.
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Initially, studies reported that RBD’s were more impaired than LBD’s in identifying 
(Heilman et al, 1975) and discriminating (Tucker et al, 1977) emotional prosody and 
reported that RBD’s had a selective deficit in the comprehension of emotional prosody 
(Ross, 1981).
For the lexical channel, one of the earliest studies was conducted by Wechsler (1973) 
whereas RBD’s and LBD’s did not differ in their ability to recall neutral, orally presented 
materials, RBD’s performed significantly worse than LBD’s in their recollection of 
emotionally charged materials.
It would appear then that among brain-damaged subjects, for both facial and lexical 
channels, RBD’s are typically more impaired than LBD’s and NC’s for the prosodic 
channel, however findings are less clear-cut.
In order to study emotional expression in brain-damaged subjects, level of performance is 
usually evaluated by means of measures of expression accuracy, intensity and frequency. 
For the facial channel, both spontaneous and posed expression have been studied. In terms 
of spontaneous expression, in studies of patients with cerebrovascular accidents (strokes) 
according to Borod et al 1986 and Buck and Dutty (1980) RBD’s were significantly 
impaired with respect to LBD’s and NC’s on measures of expression accuracy. Blonder et 
al (1991) and Borod et al (1988) found that the same was true for the case of frequency of
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emotional expression. In a case study of two RBD’s, Ross and Mesulam (1979) reported 
that spontaneous facial expression seldom occurred.
In terms of posed expression of emotion, valency issues have been apparent. A study by 
Borod et al, 1986 and Kent et al, 1988 have shown that RBD’s posed a range of positive 
emotions less accurately than LBD’s or NC’s; there were no differences however for 
negative emotions. On the other hand, Cattagirone et al (1989) found no differences among 
RBD’s, LBD’s and NC’s for posed positive and negative emotions. Differences could very 
well be down to methodological dissimilarities.
For the prosodic channel, most studies report that RBD’s show deficits in producing 
emotional intonation relative to LBD’s and/or NC’s (Borod et al, 1985; Borod et al, 1990; 
Ross, 1981; Shapiro and Danly, 1985; Tucker et al, 1977). In Ross and Mesulam’s (1979) 
study of two RBD’s the authors report that the patients voices became monotonous and 
lacked emotional inflection. Cancelliere and Kertesz (1990) however did not find a selective 
deficit for RBD’s. Instead they found that LBD’s and RBD’s were impaired relative to 
NC’s and deficits were most pronounced for patients with basal ganglia and anterior 
temporal lobe lesions.
For the lexical channel, fewer studies have been conducted. By lexical expression is meant 
the verbal content of spoken words. A role for the right hemisphere in the mediation of
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emotional speech was hinted at by Jackson in 1880 who observed that emotional words (eg 
swear words) were selectively spared in the speech of LBD aphasies. His observation led 
to speculation that emotional words are under some control of the right hemisphere. Borod 
et al (1985) reported that RBD’s used less appropriate words than LBD’s and NC’s while 
communicating feelings during spontaneous emotional expression.
To summarise emotional expression research in brain-damaged subjects, findings tend to 
differ as a function of channel. For prosodic and lexical channels, RBD’s appear to be more 
impaired than LBD’s and NC’s, regardless of lesion site and valence. For the facial 
channel, there are differences related to elicitation conditions, valence and lesion site.
1.6.2 Tntrahemispheric differences
As has been suggested emotional differences both in terms of perception and expression are 
also apparent depending on location of lesion within each hemisphere. Studies have tended 
to confine intrahemispheric differences to anterior versus posterior loci. Anterior is 
generally equated with the frontal lobe, whereas posterior usually refers to the parietal, 
temporal and occipital lobes. Despite numerous studies on such differences, the aim of the 
current study is not to look at intrahemispheric differences and so a detailed literature 
review will be summarised and not described. For an indepth review refer to Borod 1992).
In terms of emotional perception in brain-damaged individuals, posterior regions have been
111
found to be critical for facial perception and in some studies of prosodic perception. 
Although lesion site has not been a factor in lexical perception studies, more research is 
needed. As far as expression of emotion is concerned, anterior lesions have tended to 
produce more impairment than posterior ones.
Hemispheric differences in emotion provide just one distinction in this vast field. Many 
other distinctions exist, some attracting greater research interest than others.
U  Cognitive operations
One such lesser known phenomenon has been described by Diener et al, (1985) namely, 
within the normal population, certain individuals consistently react more intensely to 
emotional stimuli than others. Diener and his colleagues labelled this phenomena "affect 
intensity" and described it as a personality dimension. Affect intensity has been shown to 
be reliable across different measurement techniques (Diener et al, 1985; Larson and Diener, 
1987). Furthermore, differences between individuals in their intensity of affective response 
are similar for positive and negative material (Larson and Diener, 1987).
According to Larson, Diener and Croparizano (1987), variability in affect intensity arises 
because individuals differ in the extent to which they habitually employ certain types of 
cognitive operations when processing emotional stimuli. They developed a method for 
directly measuring the cognitive operations associated by Beck, (1976) with the production
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of depression, namely ’overgeneralisation’ and ’personalisation’. Beck labelled these 
’cognitive distortions’. Dritschel and Teasdale (1991) were able to replicate the results of 
Larson et al (1987) in showing that compared to low affect intensity subjects, subjects 
scoring high on affect intensity (as measured by the self-rating Affect Intensity Measure 
A.I.M.; Larson et al, 1986) would exhibit more cognitive distortions. Both these studies 
were interested in the reactions of normal subjects to experimentally presented visual 
stimuli.
No studies have been found to date which involve brain-injured subjects. It is interesting 
to speculate however the outcome of such a study. Due to the verbal nature of the 
investigation one might expect a bias in results away from left-sided lesions (problems 
caused by receptive and expressive dysphasia associated with left-sided lesions). Working 
with RBD’s however one might expect an increase in cognitive distortions giving rise to an 
increased chance of depression compared to a control group. Such a speculation is based 
on the research on depression reviewed earlier
LK  Valency
The term valency refers to positive versus negative emotional stimuli and their affect on 
people’s perception and expression. The general picture obtained by numerous studies is 
that of right hemisphere dominance for negative and left hemisphere dominance for positive 
emotions. However, the hypothesis is complicated by two versions.
113
The first version of the valence hypothesis postulates that the right hemisphere is specialised 
for negative emotion and the left hemisphere for positive emotions, regardless of processing 
made (ie, expression or perception). (Eg, Silberman and Weingarter, 1986). The second 
version of the valence hypothesis contends that there is differential hemispheric 
specialisation for the expression of emotion as a function of valence, whereas the right 
hemisphere is dominant for the perception of emotions of both valences (Bryden, 1982; 
Davidson, 1984).
Ideas behind the evolution of such a differential hypothesis take several forms. Borod et 
al (1986) suggested that the quality of the decision one has to make in the case of negative 
emotions is linked with basic survival instincts, (eg, fight or flight). To deal with such 
emotion, a system would be required which is "sensitive to a range of multimodal inputs" 
and has the ability to "quickly scan and evaluate the situation". According to Borod et al 
(1986) "this type of behaviour seems to be more linked to Gestant, synthetic processing" - 
that is in the right hemisphere rather than to discrete focussed analysis - believed to be a left- 
hemisphere process. Support comes from animal research showing that spatial choice and 
conditioned fear are both mediated by the right hemisphere (Sherman et al, 1980).
Positive emotions, on the other hand, may be less dominated by the right hemisphere. 
Borod, Caron and Koff (1981) suggested that positive emotions often are more linguistic 
and communicative than emotional and reactive, thus possibly reflecting left-hemisphere
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involvement in their execution.
Davidson’s (1984) model of the second version of the valence hypotheses stipulates that 
differential specialisation occurs only for frontal regions, whereas right-hemisphere 
dominance pertains to posterior regions. His model construes the expression of emotion 
as affective and perception of emotion as more cognitive, linking asymmetries in frontal 
regions to affect and in posterior regions to cognition.
In attempting to reconcile the various hypotheses. Levy (1990) suggested that differential 
hemispheric specialisation as a function of valency may operate when a mood state has been 
induced, whereas right-hemisphere dominance regardless of valence is more likely when 
nonverbal processing or social communication are involved.
L9. Mood
From the large body of research devoted to the study of the human brain and emotion with 
regard to hemispheric latéralisation and valency, relatively little has looked at the link 
between information processing of emotional material and the actual state of being glad or 
sad (ie, mood). Mood is defined by The Oxford English Dictionary: Compacted Edition 
(1979) as the internal experience of a subjective tone. Considered an integral part of 
personality, altered mood states are common following brain damage, particularly frontal 
lobe injury (Stuss et al, 1992).
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1.9.1 Depression
Depression is the most frequently reported disorder of mood following stroke, with quoted 
rates of depressive disorders ranging from 18 to 61% (House, 1987). Depression is more 
severe with left anterior lesions than with left posterior or right hemisphere lesions, with the 
severity of depression correlated with the proximity of the anterior border of the lesion to 
the left frontal pole (Robinson et al, 1984). Robinson, Lipsey et al (1985) suggest that this 
finding may be associated with the preponderance of catecholamine axons in anterior lesion 
sites. They also found that post-stroke depression is not linked to cerebral dominance, that 
is the relation of left hemisphere lesions to depression is true for both left- and right-handed 
stroke victims (Robinson, Lipsey et al, 1985).
Robinson, Starr et al (1985) and Sinyor et al (1986) point out that post-stroke depression 
is not secondary to cognitive or functional physical impairments during the acute phase. 
Forty-five percent of stroke patients were found to be depressed compared with 10% of 
orthopaedic patients matched for degree of functional impairment. Depressive states, when 
seen in later stages following stroke are more strongly associated with physical disability 
(Robinson, Bolduc and Price, 1987). These studies suggest that depression during the acute 
post-stroke phase may have a neurophysiological basis, whereas onset during the six months 
after the stroke may be a reaction to the severity of functional impairments.
Other studies have not replicated the finding that depression is primarily associated with left
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anterior lesions. Some authors have suggested that size of lesion as opposed to lesion 
location was related to mood disorders (Sharpe et al, 1990). Depression was found to be 
common after both left and right hemisphere strokes, but patients with right hemisphere 
damage suffered from more psychological symptoms including irritability, loss of interest 
and difficulty in concentration (Folstein et al, 1977; Robinson et al, 1984; Ross and Rush, 
1981). Although Folstein and colleagues did not attempt to localise lesions on the 
anterior/posterior plane, Ross and Rush specifically noted depression after right frontal 
lesions. Patients with right posterior lesions were more depressed than those with right 
anterior lesions and a correlation was found between severity of depression and proximity 
to the right occipital pole (Dobinson et al, 1984; Robinson, Lipsey et al, 1985; Robinson, 
Starr et al, 1985). Others (Sinyor et al, 1986) found no difference between left-hemisphere 
and right-hemisphere lesions in the severity of post-stroke depression but found that severity 
of depression was related to proximity to both frontal poles and the right occipital pole. 
The authors suggested that exclusion of receptive aphasies (normally one of the 
consequences of posterior left-sided lesions) from most studies may bias the finding of a 
relationship between proximity to the frontal pole and depression severity. In the case of 
bilateral frontal lesions, depression is common (Lipsey, Robinson, Pearlson, Rao and Price, 
1983).
1.9.2 Anxiety
Anxiety is probably on a par with depression in terms of prevalence in hospital practice
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(Zigmund and Snaith, 1983). However, far less research has been targeted at the prevalence 
and aetiology of anxiety following brain injury. Tucker and Liotti (1989) have provided a 
neuropsychological review of anxiety and depression. They report that anxious patients 
seem to have more difficulty with attention, compared to depressed patients who often have 
difficulties with memory. Tucker and Liotti also noted that patients receiving frontal 
lobotomies were frequently judged to show reduced levels of both anxiety and depression. 
The importance of the orbital frontal region in producing these effects was emphasised. 
Flor-Henry (1983) and Gray (1970) in a similar vein, proposed a limbic-frontal loop in the 
control of obsessional and other anxiety disorders.
Prigatano (1992) reviews anxiety in relation to traumatic brain injury (TBI). The frequency, 
he notes, of anxiety in TBI patients varies and like depression is not strongly related to 
measurements of severity of injury (eg. Levin and Grossman, 1978). Clinically, according 
to Prigatano, many TBI patients appear restless (or agitated) with a curious lack of anxiety, 
at least during the early phases of injury. Anxiety, when it appears, often occurs postacutely 
as patients begin to interact with others in a more purposeful manner. When they begin to 
experience failures, some patients exhibit anxiety which Prigatano suggests may be a part 
of the "catastrophic" reaction defined by Goldstein in 1952 (interestingly characterised by 
left-sided lesions).
Another problem often associated with depression or anxiety is enhanced sensitivity to
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distress. According to Levy et al, (1989) it is very common in patients with 
postconcussional syndrome.
To summarise the findings relating anxiety to post brain injury, they would appear to follow 
the same pattern as those findings on depression. Namely there appears to be some kind 
of link to frontal damage, although attempts at latéralisation have been inconsistent. 
Moreover, both anxiety and depression seem to represent reactionary problems which have 
close interconnections with underlying neuropsychological deficits.
1.10 Aims and justification o f current study
The aim of this piece of research is to look at a number of factors discussed in the 
introduction. Some factors have been widely researched before, others less so and some 
have been unable to attract prior research interest.
At one level this study examines the spontaneous facial expression of emotion in 
cerebrovascular stroke patients and controls. The distinction in emotional processing 
focuses on interhemispheric differences, (left versus right) rather than intrahemispheric 
differences (anterior versus posterior) due to time constraints.
The issue of valency is also examined as the emotional stimuli used to elicit expression 
comprise of positive, negative and neutral picture slides.
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Depression and anxiety is examined in terms of interhemispheric differences and finally as 
subjects and controls are asked to rate the valency of each slide shown and make comments 
as to how each slide makes them feel, an idea of subjects emotional perception together with 
their cognitive operations will be recorded and discussed in the light of other findings.
In the past studies of this nature have tended to use normal controls, which do not take into 
consideration the effects of major trauma and hospitalisation. A crucial feature in this 
study is the involvement of a group of peripheral vascular disease patients as the control 
group. In terms of the choice of subjects, cerebrovascular strokes, despite their variety of 
arterial disruptions, tend to have one-sided effects, lateralising either to right or to the left. 
For this reason, many stroke patients make good subjects for neuropsychological research 
concerned the lateral organisation of function within the brain (Kolb and Whishaw, 1988).
1.11 Hypotheses
1. Right-sided stroke patients will have significantly more deficits in the facial 
expression of emotion than left-sided stroke patients and controls.
2. Right-sided stroke patients are likely to use more cognitive distortions (ie, 
personalisations and overgeneralisations) than the control group when describing 
emotional slides.
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3. Right-sided stroke patients will be significantly worse at judging the valency of the 
slides compared to left-sided stroke patients and controls.
4. Right-sided stroke patients will be worse than left-sided and controls in judging 
negative valencies.
5. Left-sided stroke patients will be worse than right-sided and controls in judging 
positive valencies.
6. Subjects (both left- and right-sided stroke patients) will be significantly more 
depressed than the control group.
7. Subjects (both left- and right-sided stroke patients) will be significantly more anxious 
than the control group.
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2. METHODOLOGY 
2JL Subjects
Ethical Committee Approval was obtained from Wandsworth Health Authority before 
commencement of the investigation (Appendix 1). Two groups of eleven unilateral brain­
damaged patients of both sexes, suffering from cerebrovascular lesions were selected from 
the Wolfson Medical Rehabilitation Centre (WMRC) and the Stroke Unit at St George’s 
Hospital Medical School, both in Wandsworth Health Authority. Some ex-patients of the 
W MRC who satisfied the research criteria were also involved. The side of lesion was 
determined through standard neuroradiological examinations (eg, C.T. Scan). Onset and 
hemiparesis information was taken from the medical notes. Patients showing signs of 
multiple lesions were excluded from the sample. No patients included in the research had 
previous histories of psychiatric disorders or brain lesions, all were right-handed (by self or 
family report) and all had sufficient verbal comprehension to understand the task (as tested 
by the Token test-short form).
The control group, who also consisted of eleven patients, were suffering from peripheral 
vascular disease. They were selected from an outpatient clinic at St George’s Hospital 
Medical School over a number of weeks. No patients acting as controls had previous 
histories of psychiatric disorder or brain lesions. The characteristics of right- and left-sided 
subjects together with the control group are shown in Table 1.
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2 2  Measures
2.2.1 Dysphasia and Neglect
The short Token test (DeRenzi, E and Faglioni, P; 1978) was administered to gauge the 
severity of dysphasia using the recommended cut-off score of 29, nine left-hemisphere 
patients were classified as dysphasic.
Severity of neglect was measured using two sub-tests from the Behavioural Inattention Test 
(Wilson et al; 1987). The star cancellation and the line bisection. Using the recommended 
cut-off points of 51 and 7 respectively, seven right-sided stroke patients and five left-sided 
stroke patients were classified as having visual neglect.
2.2.2. Emotional expression
2.2.2.1 Facial channel
Slides designed to elicit spontaneous expressions of positive (pleasant) and negative 
(unpleasant) emotion (International Affective Picture Slides; Buck, R, 1978) as well as 
neutral slides were presented to each subject. There were 4 of each type of slide, 12 in all. 
Positive slides included an icecream sundae and a beautiful sunset; negative slides included 
a bums victim and a blocked up toilet and neutral slides included a car and a house.
Slides were presented randomly on a Singer Caramate projector positioned directly in front 
of the subject roughly at eye-level. The video camera was positioned immediately to the
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right of the Caramate, also at each patient’s eye level. A microphone was also positioned 
just in front of each patient on the floor for voice recording.
2.2 2.2 Valency
As well as describing their feelings and making comments about each slide, subjects were 
asked to rate the valency of each slide on a scale of 0-10 where 0 was very negative and 10 
was very positive. The scoring system was represented pictorially with a sad and a happy 
face at either end of the scale to aid those patients with dysphasia. Careful explanation was 
also given at the beginning to ensure full understanding of the task in hand.
By asking each patient to rate the valency of each slide one is aiming to obtain a measure 
of the degree of accuracy in judging emotional situations.
2.2.3 Anxiety and Depression
The Hospital Anxiety and Depression Scale (H ADS), (Zigmund, A S and Snaith, RP; 1983) 
was administered to obtain scores for both Anxiety and Depression. As well as being 
relatively short and easy to administer, according to its authors, it is especially relevant for 
the detection of emotional disorder in patients under investigation and treatment in medical 
and surgical departments. Initially the Zung Self-rating Depression Scale was administered 
alongside the HADS as an additional, relatively quick measure of depression. However, 
patients found scoring the Zung particularly difficult, since one has to consider rows and
125
columns of data in order to record ones answers. Perseverative errors, whereby patients 
used the same column, row after row giving unsubstantiated results were apparent and so 
the Zung was abandoned and the HADS used instead. No rating difficulties were noted on 
the HADS.
2.2.4 Scoring
2.2.4.1 Standardised Measures
Measures of dysphasia, neglect, anxiety and depression are scored in a standardised way as 
discussed. Measures of facial expression of emotion however requires the agreement of two 
judges.
2.2.4 2 Facial expression
In this case, two judges, one male and one female, viewed the silent video data of each 
subject (12 "expressions of emotion" in all for each). The two judges were asked to rate 
which type of slide the subject was viewing, that is, positive, negative or neutral. Also, the 
judges were asked to give a rating for 0-10 on how clear each valency rating appeared.
Agreement was viewed in two ways. First agreement between judges was examined and 
second, accuracy of each judge was considered comparing the judges valency scores to the 
actual valency scores.
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2.2.4.3 Cognitive Operations (Coded Comments)
Subjects coded comments were categorised into cognitive operations based on the 
techniques developed by Larson et al (1987). He based his observations on six dimensions. 
The first two dimensions, Physical sensations and emotional arousal serve as manipulation 
checks since they assess the emotion-inducing qualities of the slide. The physical sensations 
measure the number of different physical sensations (eg, feeling sick) reported by the subject 
to each slide. The emotional arousal rating was the number of unique emotions (eg, that 
makes me feel happy) the subject reported feeling while watching the slide. According to 
Larson, the positive and negative slides are expected to generate more physical sensations 
and emotional arousal than the neutral slides.
The remaining four dimensions assess two types of cognitive operations: Personalisation 
(personalising statements and empathie statements) and overgeneralisation (global 
statements and fantasy elaboration).
Clear guidelines are given by Dritschel, B H and Teasdale, J P (1991) as to the appropriate 
means of catigorisation. Personalising statements include comments such as "that reminds 
me of my last holiday", or "she looks like my daughter". That is any response that refers 
to a personal experience, either an experience of the subject or of someone the subject 
knows. Empathie statements such as "I really feel for that person" are also categorised as 
personalisations, that is, any statement reflecting how a subject identifies with a figure in
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the slide.
Overgeneralisations, on the other hand, refers to either global statements such as, "that’s 
a very romantic setting" or fantasy elaboration statements such as "I bet he’s happy to see 
his grandchildren".
Comments made by left-sided stroke patients were categorised but not used in further 
analysis since only three out of eleven patients were able to make comments (creating unfair 
bias when comparing cognitive operations and side of injury).
The comments of the right-sided stroke patients and the control group were rated by one 
judge on two occasions over time. Test-retest reliability was high, averaging 0.94 overall 
for the two groups using the kappa statistic (see Table 2 for reliability breakdown).
For each subject and each category (personalising and overgeneralising) and each group of 
slides (positive, negative, neutral), a mean rating was calculated by averaging test-retest 
agreement since acceptable levels of reliability were found (see above).
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TABLE 2
Test- Retest Reliability of coded comments (Kappa statistic)
RIGHT CONTROLS
No feelings 0.82 0.92
Physical sensation 1.00 1.00
Emotional arousal 0.92 0.92
Personalisation 0.96 0.94
Overgeneralisation 0.97 0.96
Mean 0.93 0.95
2 2.4.4 Valency Scores
In terms of scoring valency, patients’ valency scores were compared with the actual valency 
score of each slide.
2.3 Procedure
All patients were asked whether they would be prepared to take part in the study concerned 
with how serious injury such as stroke (in the case of the subjects), affected peoples 
emotions. The control group were told of their role (ie, as a control group). All patients 
were then shown the patient information sheet (Appendices 2 & 3) and given a simple but 
full explanation of the procedure: The fact that they would initially be required to complete 
some paper-and-pencil exercises and then asked to view 12 slides of various scenes while 
they were being videoed from the shoulder up. Their requirement to comment on each slide 
and provide a valency rating was also mentioned at this point but explained in greater detail 
on completion of the paper-and-pencil exercises.
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If the subjects still wished to continue with the experiment they were asked to sign the 
consent form (Appendix 4) and the procedure began.
Subjects were tested individually and performed all tasks in the order of the measures 
described above. Subjects began the experiment by completing the short Token-Test, the 
Star cancellation and line bisection tasks taken from the Behavioural Inattention Test and 
the HADS. The control group were only asked to complete the HADS.
Using the Singer Caramate described in the ’Measures’ section (2.2.3.1) each slide was then 
presented for 10 seconds, after which a blank was shown and the subject was requested to 
describe his/her feelings about the slide and make any further comments he/she wished. All 
comments were duly recorded and later categorised into a number of cognitive operations 
using procedures developed by Larson et al (1987) and later replicated by Dritschel B H and 
Teasdale J D (1991).
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3. RESULTS 
U . Facial Expression
Inter-rater reliability for facial expression.
Two judges viewed the video tapes and rated each facial expression for valency (either 
positive, negative or neutral) and clarity (how clear each expression appeared). The Kappa 
statistic was used to examine inter-rater agreement of valency for each slide shown. Kappa 
values were not significant, ranging from -0.03 to 0.34, with a mean of 0.18 over all slides. 
Furthermore, there was no significant difference between positive, negative of neutral slides 
in terms of inter-rater agreement, the respective means being 0.17; 0.18 and 0.19.
Scores of clarity ranged from 0-10 on each slide, 0 being unclear to 10 being extremely clear. 
Scores varied so enormously that no inter-rater reliability measures were attempted.
3.2 Cognitive Operations
Group comparison of cognitive operations used in subjects comments on slides.
Two multiple analysis of variance (MANOVA) were conducted on the coded comments 
made by right-sided stroke patients and medical controls. Initially a count of responses was 
made creating separate factors (personalisation and overgeneralisation) out of a single 
variable ’cognition’. Then both those cognitions were ordered by valency, such that cog2, 
cog4, cog8 and cog 10 were comments made about the 4 negative slides, thus the variables 
’negcogp’ and ’negcogo’ were created. (Personalised and overgeneralised comments made
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about negative slides respectively). The same procedure was then carried out for neutral 
(neucogp and neucogo) and positive (poscogp and poscogo) slides.
In terms of each MANOVA, the effects of side (RSS and MC) valency related cognition 
(negcog, neucog and poscog) were examined first for personalisations (p) and secondly for 
overgeneralisations (o) in two 4 x 2  designs. In the first case, personalising comments, for 
the main effects side and valency, no significance is reported. In terms of the interaction 
side by valency however, scores yielded a significant result (F=3.63; df=2; p <0.05). By 
examining the actual numbers of personalised comments recorded (see Table 3) it is possible 
to see that right-sided stroke patients use personalised statements to describe positive slides 
three times as much as the control group (19:6). As Table 3 shows, there is very little 
difference between the two groups in terms of negative and neutral slides.
The second MANOVA examined overgeneralised statements. Here no significance was 
reported for the main effect side, however, for main effect valency significance is reported 
(Averaged F=4.5; df=2; p <0.05). No significance is reported for the interaction side by 
valency.
By examining the actual data (see Table 3) it would appear that patients (both RSS and 
MC) use overgeneralised statements, most to describe negative slides (53) and least to 
describe neutral slides (39) with positive slides in between (42).
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TABLE 3
Numbers of patients using personalising and overgeneralising statements by valency of 
slide.
positive negative neutral
statements RSS MC RSS MC RSS MC
personalising 19 6 11 10 11 13
overgeneralising 14 28 25 28 18 21
13. Subjects valency rating
Group comparisons for valency ratings.
A multiple analysis of variance (MANOVA) was conducted on the patients ratings of 
valency for each slide. Valency ratings ranged from 0 to 10 where 0 was most negative and 
10 was most positive for all slides. For each variable, the effects of side (RSS, LSS, MC) 
and valence (Positive, Negative, Neutral) were examined in a 3 x 3 design. All effects are 
reported. With side as the main effect, no significant difference exists in how either left- or 
right-sided stroke patients or controls judge valency. Table 4 shows mean valency ratings 
(and standard deviations). For measures of slide valency by subject group and entire 
sample.
In terms of the valency main effect, there was also no significant difference in how subjects 
judged positive, negative or neutral slides.
Finally in terms of the interaction, there was no significant difference in how left-sided,
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right-sided or controls judged either positive, negative or neutral slides.
TABLE 4
Mean valency rating (and standard deviation) for measures of slide valency by subject 
group and entire sample.
Slides
Subject Group 
RSS LSS MC
Entire
Sample
Negative 3.84(11.43) 1.45(4.62) 2.07(6.72) 2.45(8.86)
Neutral 6.05(7.55) 5.82(6.77) 6.41(6.42) 6.09(6.78)
Positive 8.05(4.26) 7.59(4.93) 7.32(7.35) 7.65(5.62)
3.4 Depression and Anxiety
Group comparisons for depression and anxiety scores.
Two one-way ANOVA’s were conducted on depressive and anxiety scores separately by 
side. The SchefFe procedure was implemented as a post hoc test where necessary.
3.4.1 Depression
The one-way ANOVA conducted on Depression scores yielded a significant effect for side 
(F = 3.55; d.f. = 2; p<0.05). Using the post hoc Scheffe test, the LSS’s were significantly 
(p<0.05) more depressed than either the RRS’s or MC’s as reported by the HADS.
(See Table 5 for numbers of patients by depression classification)
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3.4.2 Anxiety
There was no significant difference between the right-sided, left-sided and medical control 
group in the amount of anxiety reported by the HADS.
TABLE 5
Number of patients by depression classification (HADS)
Subject Group 
HADS classification RSS LSS MC
Not Depressed (<8) 7 6 10
Borderline (8-10) 4 2 1
Depressed (11 >) 0 3 0
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4. DISCUSSION
The main purpose of this study was to assess systematically the effects of brain injury as a 
result of a unilateral cerebrovascular stroke on the expression of emotion. Expression was 
examined in two controls: First, the facial expression of emotion (as observed by two 
independent judges) and second, the cognitive component of emotional expression, 
specifically in terms of cognitive operations.
Extending the study further, each subject’s valency rating of a set of emotive slides was 
examined with respect to lesion site as were ratings of depression and anxiety.
In all, seven hypotheses were proposed. The first was exclusively concerned with the facial 
expression of emotion stating that right-sided stroke patients (RSS) will have significantly 
more deficits in the facial expression of emotion compared to left-sided stroke patients 
(LSS) and medical controls (MC). As stated in the result section however, according to two 
independent observers, no differences in facial expression were apparent between the three 
groups of patients compared. Amount of agreement between the two judges ranged from 
43.3% to 60% with a mean of 50.5% over the twelve slides. Amount of correct agreement 
was less, ranging from 13.3% to 56.6% with a mean of 30.5%. Moreover, there was no 
difference in facial expression with respect to slide valency.
In the past, research in the area of spontaneous facial expression of emotion has been
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somewhat insubstantial. A few studies have looked at expression ’accuracy’ and ’intensity’ 
(eg, Buck & Duffy, 1980; Borod et al, 1985; Mammucari et al, 1988) using similar 
techniques and measures (eg. Buck and Duffy’s, 1980 7-point scale of degree of facial and 
gestural expressiveness). The results of these studies have been mixed. Both Buck and 
Duffy’s 1980 study and Borod’s et al (1988) study suggest that RBD’s are less accurate in 
emotional expression. Accuracy per se however is not fully explained other than in the 
Borod et al study (1985), "Two judges viewed the videotapes of the experimental sessions 
and rated each facial expression for accuracy". Mammucari et al (1988) although observing 
that brain damaged patients showed less facial responses to emotional stimuli than normal 
controls, found no difference between subjects with right and left-sided lesions.
Such inconsistencies in results could be due to a number of factors. For example. Buck and 
Duffy (1980) and Borod et al (1985) used a considerably smaller sample of patients (10 and 
12 RBD) than the one used by Mammucari et al (1988) (23 RBD)> In addition, Borod et 
al (1985) did not specify whether the two raters were experimenters or subjects blind with 
respect to the RBD hypothesis and patient characteristics. In the former case, an obvious 
bias could have been introduced, since it is quite easy to identify the side of brain lesion by 
observing the side of face paralysis and the presence of speech disorders. Buck and Duffy 
(1980) separated the evaluation given by the experimenters and by blind scorers; the 
between groups differences were numerically greater for the experimenters and in no case 
was a difference observed between RBD patients and controls. The inter-groups differences
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were, in fact, largely due to the increased expressiveness of the aphasie left brain-damaged 
patients. The criticism concerning the examiners bias can also be extended to the study of 
Kolb and Milner (1981) where the evaluation of facial expressiveness was given by the 
clinical neuropsychologist during a testing session. It seems, therefore, possible to conclude 
that methodological differences can lead to vast differences in research findings. Comparing 
the current findings to those of Mammucari’s et al (1988) there is agreement regarding left- 
and right-sided brain injury, that is, the fact that no differences in facial expression of 
emotion exist. However, in terms of a difference between experimental group and controls, 
the present study also found no difference in facial expression. Such a result could be due 
to the fact that other studies mentioned have involved ’normal controls’, whereas the 
present study considered it important to control for the effects of major physical trauma and 
hospitalisation and so involved a medical control group.
Another issue for further consideration is the debate over frontal localisation of emotional 
expression. Although again this debate is inconclusive, it has been suggested by Borod et 
al (1985) that right frontal patients are less expressive than other groups of patients. 
Furthermore, Kolb and Milner (1981) stated that frontal lobe patients (regardless of the side 
of damage) were less expressive than patients with any other localisation. As stated in the 
introduction of the current study, the aim was not to look at intrahemispheric differences 
due to time constraints (In order to look at both inter- and intrahemispheric differences, a 
far greater number of patients would be required). However, previous findings cannot
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simply be ignored. Although of no present research interest, a record was kept of the lobe 
localisation of brain injury in the current study. Of twenty-two stroke patients, fourteen are 
known to have had cerebrovascular strokes in the parietal lobe (4 RSS and 10 LSS). That 
is to say, 63% of the experimental group had posteria lesions. In the remaining cases, 
medical records were inconclusive as to the exact lesion location. One could suggest 
therefore that no differences in emotional expression were found due to the lack of 
identified frontal lobe lesions. However, as is the case with spontaneous emotional 
expression, findings in intrahemispheric specialisation are also mixed and more often than 
not inconclusive.
The second hypothesis introduces the notion of cognitive distortions first documented by 
Beck (1976). Two distortions in particular personalisation and overgeneralisation were of 
interest to this study because of previous work by Larson and Diene (1987) and Dristchel 
and Teasdale (1991) in relation to emotional stimuli. ’Personalisations’ and 
’Overgeneralisations’ are described in the methodology (section 2.2.4.3), personalisations 
refering to personalised and empathie statements made in response to emotional stimuli 
(slides in this case) and overgeneralisations refering to global statements or fantasy 
elaboration.
Although not studied before in relation to a brain-injured or medical population, given the 
opportunity, the prospect was an interesting one. As stated in the introduction (section 1.7)
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one could only speculate as to the outcome of such an investigation. It was hypothesised 
however that RSS’s would exhibit more cognitive distortions of either type in response to 
emotional stimuli, in line with the idea that emotional processing takes place in the right 
hemisphere and as such damage to this hemisphere would disrupt emotional processing.
As described in the results (section 3.2) each cognitive distortion was examined separately 
out of research interest, although in past work (quoted above) differences have been found 
between the two.
Personalising statements were examined first. As the results specify, no significant 
difference existed overall between the two groups of patients. That is there was no 
significant difference between RSS’s and MC’s in the number of personalising statements 
used to describe all the slides. Table 3 however shows that RSS’s used personalised 
statements 41 times (19 + 11 + 11) whereas the MC’s only used personalised statements 29 
times (6 + 11 + 13).
In terms of valency, that is the effect of positive, negative and neutral slides, again no 
significance is apparent. It would appear that there is no significant difference in the 
number of personalisations used to describe either negative, neutral or positive slides across 
both patient groups (25, 24, 21 respectively).
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The most interesting finding of this particular analysis however is the interaction effect, side 
by valency (significant at p <0.05). Here one can see that RSS’s use personalising 
statements to describe positive slides three times as much as MC’s do (19 : 6). It is this 
interaction effect which gives the appearance that RSS’s use personalising statements to a 
greater extent, as commented earlier. However, in fact they are only using personalising 
statements in response to positive stimuli rather than in general. Table 3 shows that the 
number of personalised statements used to describe neutral and negative slides is very 
similar for RSS’s and MC’s; 11 and 10 for negative slides and 11 and 13 for neutral ones 
respectively. Why this should be the case poses an interesting research question. RSS’s 
appear to relate to positive stimuli far more than they do to negative or neutral stimuli (19 
compared to 11 and 11). On the other hand, the MC’s appear to relate less well to positive 
stimuli than they do to negative or neutral (6 compared to 10 and 13). The similar but 
opposing differences between the two groups appears to account for the significant 
difference in the slide x valency interaction.
The fact that such work has only been carried out on normal subjects in the past might 
account for the variation in this study. Without becoming involved in a lengthy debate over 
the differences between cerebrovascular disease (RSS’s in this case) and peripheral vascular 
disease (MC’s) it seems appropriate to suggest further research in this area is very much 
needed. It is indeed interesting however that positive stimuli should elicit such opposing 
reactions in two groups of medical subjects.
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The second MANOVA examined overgeneralised statements. As the results state here 
again no significant difference existed overall between the two groups of subjects. That is 
there was no significant difference between RSS’s and MC’s in the number of 
overgeneralisations used to describe all slides. Again however, by looking at Table 3 there 
appears to be discrepancy, with RSS’s using 57 overgeneralisations in total (14 + 25 + 18) 
and MC’s using 77 (28 + 28 + 21) in total. These implications will be discussed shortly. In 
terms of valency, there appears to be a significant difference in the categorisation depending 
on valency (p <0.05). Unlike the separate personalisations valency made for each set of 
valencys which were very similar (see above). The number of overgeneralisations made for 
each set of valencys shows far more spread, from 39 for neutral, 42 for positive and 53 for 
negative. The main disparity seems to be for negative slides.
However, on closer examination of the actual data the results specified so far can seem 
misleading. By looking at Table 3 it becomes apparent that the main disparity in 
overgeneralisations is with the positive slides. It would appear that although no significant 
interaction effect is apparent, RSS’s use overgeneralisations half as much as MC’s (14:28). 
This revelation accounts for the apparant difference in overall number of overgeneralisation 
used between RSS’s and MC’s (57 : 77) as reported earlier and also the significant main 
effect of the valency scores.
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It is worth noting that in this case the MC’s have used similar numbers of 
overgeneralisations relating to each slide (28 positive, 28 negative and 21 neutral) unlike the 
case of personalisations.
Again with overgeneralisations, for both RSS and MC there appears less variation with 
regard to negative and neutral slides. By combining the results of both MANOVA’s it 
appears that RSS’s tend to use more personalisations and less overgeneralisations than 
MC’s particularly in response to positive slides. To investigate this correlation further 
would one would require a great deal more time and research enthusiasm.
In terms of some of the other information that emerged from this investigation of cognitive 
operations, RSS’s tended to describe ’no feelings’ to positive slides far less than MC’s (1 : 
8). Interestingly very little difference was apparent for negative and neutral slides. The 
number of physical sensations, such as "that makes me feel sick" stated was exactly the same 
for both patient groups (4) and similarly actual stated emotions, such as "happy", "sad", etc, 
were very similar (38 : 39) for both groups.
The third, fourth and fifth hypotheses are concerned with the effect of valency on people’s 
emotional expression. As stated in the introduction, more than one version of the valence 
hypothesis exists. Hypothesis three tests out the idea that RSS will be significantly worse 
at judging valency of slides compared to left-sided stroke patients and controls, regardless
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of valence (eg, Silberman and Weingartres, 1986). Hypotheses four and five aim to test out 
a differential valence hypothesis eg, Borod, Koff and Buck, (1986) who suggested that 
positive emotions are processed in left hemisphere whereas negative emotions are processed 
in the right. One begs the question of whether RSS’s cognitive distortions of positive slides 
support this model. That is, where the left-side of the brain is intact more importance is 
given to positive stimuli.
In terms of all patients (RSS’s, LSS’s and MC’s) valency ratings of the twelve slides, section 
3.3 of the results, reports the findings of this investigation. It would appear that there is no 
significant difference between left- or right-sided stroke patients or medical controls in the 
way they rate the valency of emotive slides.
With valency as the main effect, there was also no significant difference. That is, no 
difference existed in the way that all subjects rated positive, negative or neutral slides.
Finally in terms of the interaction, relevant to hypotheses four and five, again no 
significance was recorded. That is, no significant difference was found in how left-sided, 
right-sided or medical controls rated either positive, negative or neutral slides. Thus for all 
three valency hypotheses, the null hypothesis of no significant differences between the 
groups of patients becomes apparent.
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The fact that opposing hypotheses have been postulated in the past (see above) confirms the 
contrary nature of the valency debate. Research into valency has taken so many forms, the 
inconsistency could simply be due to methodological differences. In the present study, 
patients were asked to rate each slide from 0-10, where 0 was extremely negative or 
unpleasant and 10 was extremely positive or pleasant. Whereas the majority of patients 
understood this concept when fully explained (verbally and visually) a few subjects (notably 
RSS’s) had difficulty with the meaning of positive and negative. Although explained in 
terms of pleasant and unpleasant, some RSS’s tended to associate positive to ’strong’. Thus 
a negative slide might be seen as unpleasant but rated as ’strong’ or as having a strong 
impact and to be given a high rating (eg, 10). It therefore proved important to test out 
people’s ideas regarding ’positive’ and ’negative’. For example, when each subject gave 
their first valency rating, one experimenter would confirm with the subject the meaning of 
their rating by saying "so you’ve given that a "5" which means that the first slide was not 
particularly pleasant or particularly unpleasant for you? The fact that such care was 
required in this study highlights the vulnerable nature of such research. A further 
modification in the present study, the involvement of a medical control group may also have 
played a role in the differing results. As mentioned earlier, past studies have compared 
brain-injured groups with normal controls.
Although non-significance was the case, an appropriate trend in the actual valency scores 
seems to exist. By examining Table 4, it becomes apparent that RSS’s rated negative slides
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more positively than either LSS’s or MC’s (3.84) and gave the positive slides the highest 
rating (8.05) of the three groups. Moreover, the LSS’s gave the lowest negative ratings of 
the three groups (1.45). By averaging out each group’s valency ratings, it can be seen that 
RSS’s give the highest (or most positive) mean of 5.98. The MC’s give the median (5.26) 
while the LSS’s give the most negative mean of 4.95. Certainly all of this data supports the 
differential valency hypothesis proposed by Borod, Koff and Buck (1986) which suggests 
right hemisphere specialisation for negative emotion and left-hemisphere specialisation for 
positive emotion. Thus, where damage is afforded to one hemisphere the contrahemispheril 
specialisation becomes stronger. Chavoix (1987) suggests that euphoric mood clinically 
observed in right brain-damaged patients can be explained either by a "dampening of the 
negative (unpleasant) properties of some stimuli or by the enhancement of their positive 
aspects". In the current study, evidence from both subjects valency ratings of emotive slides 
and their comments tend to support such a statement as well as the differential valency 
hypothesis.
Certainly the relationship between information processing of negative versus positive 
emotional stimuli and mood state has attracted research interest in the past (eg, Chavoix, 
1987). In addition the subject of mood, particularly depression is quite often discussed in 
the light of hemispheric differences, which is what prompted the current study to a re­
examination of probably the two most often cited mood states in in general and head- 
injured people: depression and anxiety.
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Hypothesis six examines depression. It states, because of previous conflicting findings, that 
both left- and right-sided stroke patients will be significantly more depressed than the 
control group. In the past, there has been evidence to support the idea that depression is 
more severe with left anterior lesions than with left-posterior or right sided lesions 
(Robinson et al, 1984). However, such findings have not been replicated. Folstein et al 
(1977) found depression to be as common after both left and right hemisphere strokes. The 
findings of the current study as reported in the results section (3.4.1) are in accordance with 
the findings of Robinson et al, (1984). Using the HADS, LSS’s were significantly (p <0.05) 
more depressed than either right-sided stroke patients or medical controls. Table 5 gives 
a clear breakdown of the figures. In line with the hypothesis it would appear that overall 
RSS’s and LSS’s show more signs of depression than MC’s. By the HADS classification, 
10 MC’s were clearly not depressed and only 1 showed borderline symptoms with the RSS’s, 
7 were not depressed while 4 showed borderline symptoms. None however were actually 
depressed. Out of the LSS’s 6 were not depressed, 2 showed borderline symptoms but 3 out 
of 11 were clinically depressed. LSS’s are clearly more depressed than the other two groups. 
In addition the stroke group do appear to show more depressive symptoms than the 
controls, but not at a significant level.
To understand fully the reason for these findings however is an onerous task since there are 
many complications to the equation. For example, size of lesion, locality to anterior plane, 
onset and severity have all been proposed as factors in the left- right- debate (see
147
Introduction, section 1.9.1). In the case of the present study, findings agree with some of 
the better known research by Robinson et al (1984), 1985a, 1985b).
The final hypothesis, hypothesis seven examines anxiety in the same way as the previous 
hypothesis examines depression. It states that both left- and right-sided stroke patients will 
be significantly more anxious than the medical control group. As stated in the introduction, 
anxiety with respect to brain-injury has been less widely researched, although findings 
would appear to follow the same pattern as depression. That is a link to the anterior plane 
and an inconsistency in hemispheric specialisation.
Although in the case of the present study findings were non-significant the results were, in 
fact, quite striking. In statistical and clinical terms, no significant difference existed between 
the three groups (RSS’s, LSS’s, MC’s) in their levels of anxiety. However, by examining 
the actual data it could be seen that RSS’s showed far higher levels of anxiety than the other 
two groups, totalling 104 (mean = 9.45) compared to 69 (mean = 6.27) for the LSS’s and 
61 (mean = 5.54) for the MC’s. Despite the fact that the scores seem significantly different, 
in terms of actual clinical classification by the HADS, a patient is not classified as anxious 
unless they score 10 or above. In this case, although RSS’s appear to show more symptoms 
of anxiety overall, compared to both LSS’s and MC’s, they are not significantly more 
anxious (in the clinical sense). The mean score of the RSS’s (9.45) does however fall in the 
borderline anxiety range (8-10). In terms of the overall breakdown of anxiety scores, the
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M C’s show least amounts of anxiety with 8 clearly not anxious (<8)) 1 borderline (8-10) and 
2 anxious. The LSS’s provide the middle figures, with 7 not anxious, 3 borderline and 1 
anxious, whereas the RSS’s consist of 4 not anxious, 5 borderline and 2 anxious.
In line with the hypothesis of the current study, it would appear that RSS’s and LSS’s show 
more symptoms of anxiety than do MC’s, with RSS’s showing by far the most. However, 
levels of significance were not reached.
Interestingly for the RSS’s the mean onset of stroke, that is, the time elapsed since the stroke 
occurred was 6-12 months, compared with 12-24 months for both LSS’s and MC’s (see 
Table 1). Time since onset is often quoted in the depression literature as being an important 
factor. Robinson et al (1987) suggest that depression onset during the first six months after 
stroke may be a reaction to the severity of functional impairments. Although not specific 
to anxiety, a similar phenomenon might occur for anxiety as well, which accounts for the 
higher levels of anxiety symptoms in the RSS’s. The first six months after injury is generally 
considered to be the acute phase. From six months on is then considered to be postacute. 
Prigatano (1992) while reviewing anxiety in relation to traumatic brain injury (TBI) (see 
Introduction - section 1.9.2) suggests that "Anxiety when it appears, often occurs 
postacutely as patients begin to interact with others in a more purposeful way, such that 
when they begin to experience failures, are likely to exhibit anxiety". Prigatano’s 
explanation may also account for the findings of this study.
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In summarising the findings on mood, it is very interesting to not that while LSS’s were 
significantly more depressed than either RSS’s or MC’s, RSS’s exhibited far more anxiety 
symptoms than either LSS’s or MC’s although, were not classified as significantly more 
anxious.
Certainly, the depression findings are in keeping with widely documented previous work. 
The anxiety findings are a little unusual however as discussed above, could well be a 
function of time since stroke onset. In both cases the trend has certainly been towards 
greater distortions in mood, both for depression and anxiety in the stroke patients 
compared to the medical control group.
Before summarising the complete findings of the present study, it is probably useful to note 
some of the methodological difficulties and benefits encountered. Difliculties centre mainly 
on the equipment and stimuli. In terms of the equipment used, the experimenter was faced 
with the dilemma of slide projection. An ideal study would probably make use of a large 
screen projector for several reasons. First, for clarity in terms of size and visibility and 
secondly, for effect. Having used a small screen caramate on which to show slides, it was 
noted that some subjects had difficulty recognising slides on the small screen. Furthermore, 
slides shown on a smaller screen probably have less impact, particularly emotive slides. 
However, in terms of convenience for transportation, the caramate proved ideal.
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The second dilemma encountered was in the use of the slides themselves. Although widely 
publicised in previous studies, the use of slides to elicit emotional expression generated a 
number of issues. First as demonstrated by the great number of personalised statements 
(noted earlier), the same slide can mean very different things for different people, regardless 
of lesion site. For example, one lady reported that seeing a mother breast-feeding a newly 
bom  infant (slide 9), classified as a positive slide, made her feel quite jealous as she had 
herself been unable to have children. Another lady described a similarly positive slide of an 
icecream sundae (slide 3) as "fattening" and correspondingly gave it a low negative valency 
rating. These are just two examples of how affective slides, despite their classification as 
either negative or positive are not always guaranteed to elicit the desired emotional 
expression.
The provision of neutral slides also poses the problem of personal preference. For example, 
"a car" although quoted by Dritschel and Teasdale (1991) as a neutral slide, invariably has 
more positive connotations for male subjects than for female subjects, which judging by 
some of the comments, was apparent in the present study. One or two of the control group 
in particular commented that they felt detached from the slides because "it was just like 
looking at a T.V. screen". One of the controls commented of slide 10, a blocked up toilet, 
that it didn’t mean anything to him because he couldn’t smell it. Several people said of slide 
8 (a starving Biafron child) that they were used to such scenes on the T.V. nowadays after 
much coverage of the African droughts, therefore such a slide seemed less horrific. On the
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other hand, a recent onset RSS patient was moved to tears by two of the slides, slide 4 (a 
war cemetery) and slide 12 (a grandfather gleefully playing with his grandchildren).
Furthermore, in terms of potential improvements to a future similar study, given of course 
more time, would be to match more closely for sex and time of onset. However, benefits of 
the present study include the use of a pictorial rating form for subjects to rate valency and 
an appropriate easily understood mood scale. Both these items enabled the inclusion of left­
sided stroke patients, some with even quite severe dysphasia - so often left out of previous 
studies because of language comprehension difficulties.
Finally and perhaps most importantly, the inclusion of a medical control group to 
appropriately match for major physical trauma, hospitalisation and in this case vascular 
disease.
5. CONCLUSIONS
The results of this study have tended to reflect previous research in the area of emotional 
expression, that is, findings have been mixed. Due to the subjective nature of emotional 
expression itself, any objective research is difficult to achieve. However, the fact that some 
of the current findings are in accordance with widely held beliefs concerning emotional 
expression and brain-injury confirms that objectivity is indeed possible in this field. To 
summarise the current findings, no differences in actual facial expression of emotion were
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observed between the three patient groups 9RSS’s, LSS’s and MC’s) for positive neutral and 
negative slides. However, a differential valency hypothesis seemed apparent in both subjects 
valency ratings of the emotive slides and the cognitive distortions of their verbal comments 
about the same slides. In both cases, there was a tendency for RSS’s to relate more easily 
to positive slides, making three times as many personalisations about positive slides than 
MC’s and rating both positive and negative slides more positively than either LSS’s of 
MC’s.
In terms of mood stroke patients (RSS and LSS) appeared both more depressed and more 
enxious than medical controls (although not significantly so). Through closer examination 
however, LSS’s were significantly more depressed (p <0.05) than either RSS’s or MC’s, 
whereas RSS’s showed more symptoms of anxiety than the other two groups, although were 
not classified as significantly more anxious. The latter finding it is suggested could however 
be linked to time since onset of stroke as discussed earlier.
Finally, just as current research questions have been attempted, so new ones have been 
posed. Certainly the area of emotional expression is a minefield for further study. Out of 
the present study alone, emerges unanswered questions not only about facial expression of 
emotion but of more novel questions about the cognitive operations and anxiety effects 
following brain-injury; both incredibly important factors in terms of neuropsychological 
rehabilitation.
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APPENDIX 2 
PATIENT INFORMATION SHEET (SUBJECTS)
You are being asked to take part in a study which is interested in finding out more about 
how peoples emotions are affected following a major trauma such as a stroke.
You are not obliged to take part in the study and whatever your decision, your future 
medical care will in no way be affected.
If you decide to take part, you will be asked to look at 12 slides projected onto a screen for 
a short time (5 seconds). Whilst you are watching the screen, you will be videoed. After each 
slide is shown, you will be asked how each slide makes you feel and also to describe very 
briefly what you see on each slide. When all 12 slides have been shown you will be asked to 
do 4 simple pencil and paper type exercises, which are routinely used in clinical practice.
In all, it will probably take around 15 minutes of your time. Total confidentiality is ensured, 
your GP will simply be informed that you have taken part in this study.
Although this procedure is unlikely to benefit you directly, it is hoped that results from this 
study will help us to understand more about the emotional changes which can take place 
following a stroke and consequently will aid rehabilitation programmes in the future.
Signed by the person in charge of the project 
Print name, status and title .............................
THE LOCAL RESEARCH ETHICS COMMITTEE HAS APPROVED THE ABOVE 
STATEMENT.
Signed by the Chair of that Committee  ...............
D a te ..............  Index number of protocol..................
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APPENDIX 3 
PATIENT INFORMATION SHEET (CONTROLS)
You are being asked to take part in a study to find out more about how people’s emotions 
are affected following a major trauma. The subjects for this study are predominantly stroke 
patients however you are being asked to participate as a member of the control group. That 
is, a group of individuals whose results will be compared with the results of the stroke 
patients.
You are not obliged to take part in the study and whatever your decision, your future 
medical care will in no way be affected.
If you decide to take part, you will be asked to look at 12 slides projected onto a screen for 
a short time (5 seconds). Whilst you are watching the screen, you will be videoed. After each 
slide is shown, you will be asked how each slide makes you feel and also to describe very 
briefly what you see on each slide. When all 12 slides have been shown you will be asked to 
do 4 simple pencil and paper type exercises, which are routinely used in clinical practice.
In all, it will probably take around 15 minutes of your time. Total confidentiality is ensured, 
your GP will simply be informed that you have taken part in this study.
Although this procedure is unlikely to benefit you directly, it is hoped that results from this 
study will help us to understand more about the emotional changes which can take place 
following a stroke and consequently will aid rehabilitation programmes in the future.
Signed by the person in charge of the project 
Print name, status and title .............................
THE LOCAL RESEARCH ETHICS COMMITTEE HAS APPROVED THE ABOVE 
STATEMENT.
Signed by the Chair of that Committee..........................
D a te ..............  Index number of protocol..................
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APPENDIX-4 
CONSENT FORM
I ..............................  give my consent to take part in this study, the details of which I have
read and understood from the patient information sheet provided.
Patient’s signature
W itness.................
D a te ................. .
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ABSTRACT
Twelve Asian muslim parents with at least one learning disabled son/daughter living in the 
Borough of Hounslow were interviewed using a schedule based on previous research 
findings. Parental attitudes and beliefs were elicited by the schedule on a variety of issues 
thought to be associated with having a learning disabled son/daughter. A number of 
hypotheses were tested and the results of the study suggest that Asian muslim parents’ 
attitudes to learning disabilities are affected by certain demographic variables, such that 
parents who had lived in Britain longest were more likely to believe in a spiritual cause for 
learning disabilities and those brought up in urban areas were more clearly informed about 
learning disabilities and less likely to have sought a cure. Attitudes also varied according to 
the disabled individuals’ sex with males more frequently being taken to holy places or 
experts for ’treatment’. Parents viewed their own son/daughters’ learning disabilities as 
more likely to be medical in causation and their comments were on the whole less positive 
compared to their views on learning disabilities in general. Eastern remedies were more 
commonly sought than western medicine and a third of parents believed in cure. Religion 
was cited as an aid for coping but most practical support came from the main-carers’ 
spouse; this diminished as the individual got older while professional help increased. Most 
main-carers described their health as good/fair but half reported experiencing disabling 
symptoms and were taking medication for a physical complaint. The main-carer’s health 
was also related to sleep problems exhibited by the learning disabled individual. Asian 
muslim parents had not on the whole prepared for their son/daughters’ future.
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1. INTRODUCTION
1.1 CONTEXTUAL FRAMEWORK
Despite the fact that we live in a multi-racial society, most of the key literature on services 
for people with learning disabilities (PLD) overlooks this fact (Audit Commission, 1986; 
King’s Fund Centre, 1980). The familiar yet misleading assumption is that the experiences, 
attitudes, circumstances and needs of black and ethnic minority children and adults with 
learning disabilities and their families are the same as those of their white peers. Clearly this 
is not the case and the inappropriateness of such an umbrella approach is well documented 
(Pearson, 1985; Ahmed, Cheetham and Small, 1986).
In Britain, it is generally acknowledged that black and ethnic minority people experience 
discrimination and disadvantage in almost every aspect of their lives: In housing and 
employment (Brown, 1984), education (DES, 1985) and health (McNaught, 1984; 
Torkington, 1983; Marmot et al, 1984). It is hardly surprising therefore, that there exists 
serious cause for concern that the needs of black and ethnic minority people with learning 
disabilities are probably unmet and that services to them leave much to be desired (Cocking 
and Athwal, 1990). Fundamental issues like access, information and the need to develop an 
approach which is sensitive to all traditions and backgrounds require further investigation.
The stigma attached to having a learning disability is undoubtedly magnified by being from 
an ethnic minority, adding up to what Baxter and her colleagues (1992) aptly term "double
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discrimination". Such discrimination requires continuing effort on the part of those 
professionals interested in making the appropriate services more accessible in Britain’s 
multiracial society. Research is beginning to appear on the use of services by PLD from 
ethnic minorities (Eg, Ellahi and Hatfield, 1992; Gunaratnam, 1993 and Fatimilehin and 
Nadirshaw, 1994). However, a more fundamental issue is to discover more about the 
various beliefs and attitudes about learning disabilities held by different cultures.
This issue of cultural differences in attitudes toward disability has considerable practical 
implications for the many nations whose members come from a variety of cultural 
backgrounds. This is particularly so in countries such as Britain which have received large 
groups of immigrants over the years. Given that the attitudes of ethnic minorities regarding 
illness and disability often differ from the values embodied in the health care system of the 
host country (Eg, Radley, 1993), situations may arise where treatments are ineffective 
leading to dissatisfaction both on the part of the clients and health care providers. For the 
professionals, the marriage of learning disabilities and ethnic minorities presents a 
multifaceted conundrum. For those professionals with a degree of insight into the fact that 
the needs of a disabled person from an ethnic minority group are different from those of 
his/her white peers, they are still faced with the problem of meeting these needs. Having 
grappled with 90’s concepts such as ’community care’, ’normalisation’ and ’individual 
programme planning’ in relation to the majority of learning disabled individuals, applying 
such principles to disabled minorities becomes a completely alien area. The relevance of
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these concepts to the lives of many black and ethnic minority individuals in our society is 
not necessarily clear-cut. With the best will in the world, black and ethnic minority people 
with learning disabilities could be further disadvantaged by these intrinsically Western 
principles.
The research on attitudes towards disabilities in a multicultural society is limited. Most 
studies have concentrated on the attitudes of white middle-class parents ( Eg, Condell, 1966; 
Beckman, 1983; Lutzer and Brubaker, 1988). Moreover, the majority of attitude research 
has been carried out with mothers of infants, or children with developmental delay, with 
little about parents of adults with a learning disability. A study by Fatimilehin and 
Nadirshaw (1994) based on the earlier work of Fatimilehin (1989), is one of the first to 
compare attitudes across cultures and religion amongst Asian and white families.
Clearly a deeper investigation is required to examine more thoroughly some of the factors 
which are thought to affect parental as well as professional attitudes toward individuals 
with learning disabilities. Cultural and religious factors are naturally very important when 
considering attitudinal differences, however there are a host of additional factors relating 
to the families themselves, their backgrounds, their experience of learning disabilities and 
their interaction with relevant ’expert help’ which are bound to impact on families attitudes.
The current study aims to explore both cultural and religious factors in the context of their
171
interaction with families experiences in Britain. Demographic information has been 
gathered on families constitution, where family members originate from, their level of 
education and their socio-economic status. Information has also been obtained on how 
families were told of their learning disabled son/daughter, communication, both inside the 
family and with outside agencies, support networks, carers as well as individuals health and 
parents views on change and future expectations.
1.2 DEMOGRAPHIC INFORMATION
1.2.1 Asian families in Britain
The term Asian is an extremely broad one. It generally refers to persons bom in India, 
Pakistan or Bangladesh and the descendants of such persons who were bom in East Africa. 
It also includes their descendants bom in the UK. According to Henley (1979), most people 
from the Indian subcontinent come from only a few relatively prosperous mral areas. 
Within those areas, certain villages have a tradition of emigration. In general, people have 
come from one occupational group - small owner farmers. The areas vary a good deal in 
prosperity, in educational and health facilities and in the amount of contact with urban 
areas and the world outside. Religious differences and historical factors also affect the social 
values and attitudes in the different groups.
Most Asians from East Africa have come from the towns and cities; they formed a largely 
commercial middle class but with tremendous variations in wealth and in their ways of life.
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Baxter et al (1992) propose that the persons to whom the term ’Asian’ is applied may not 
necessarily define themselves as Asians, or if they do, may not recognise it as a predominant 
self-identity. Ultimately, the term ’Asian’ refers to a wide range of people who do not share 
a common culture, but whose culture is distinctly different from white Europeans.
According to the 1991 census, there are some 1323,000 people of Indian, Pakistani and 
Bangladeshi descent in Britain (HMSO; 1991). Within the borough of Hounslow, the area 
in which this study was carried out, 24.4% of the population is of ethnic minority origin of 
which Asians constitute 19.1% In terms of the numbers of people with learning disabilities 
in Hounslow, estimates from the HMSO Information Bank of April 1989 indicate that 830 
people with learning disabilities were known, of whom 161 were aged 19 or younger. 69% 
of the 699 adults were living at home and 31% in hostels or long-stay hospitals. In a small 
scale Social Services survey carried out by the Hounslow Community Team for People with 
Learning Disabilities (CTPLD) in 1993, the predominant Asian group were of Indian 
descent, the predominant first language spoken was Punjabi and the predominant religion 
was Hindu (CTPLD Services Survey, 1993). To date no figures of people with learning 
disabilities by culture or religion are known.
1.2.2 Demographic research
In terms of research into various demographic variables, a few studies have looked at 
locational and educational factors. A study by Singh et al (1991) compared attitudes of
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Asian Indian urban and rural fathers toward their learning disabled children. On the whole, 
fathers in rural and urban areas showed a relaxed attitude. Almost all fathers of "retarded" 
children studied opposed any form of formal training as well as institutionalisation of their 
children. Attitudes of fathers studied were also found to be related to their family system 
as well as caste background. Many fathers who strongly believed in their own joint or 
extended family system, particularly in rural communities, were found to have more relaxed 
attitudes as compared to those who were oriented towards nuclear family systems.
An earlier but similar study by Miles (1983) carried out in Pakistan, surveyed knowledge 
of disabilities and attitudes among 286 urban and rural people. Respondents were asked to 
name types of disability. ’Mental retardation’ was cited by 38%, using various terms. 
Volunteered beliefs on causes of disability totalled 398, ranging from ’no reason’, ’fate’, or 
’will of God’ (50% of respondents) through ’runs in the family’ (22%), ’medical defects in 
parents’ (17%), ’inadequate maternal nutrition’ (14%), ’birth problems’ (9%), ’moon’, 
’eclipse’ (7%), ’parents did wrong’ (6%), ’consanguineous marriage’ (5%), ’other’ (3%), 
’teratogenic drugs’ (3%). ’Medical’ reasons amounted to 51% of volunteered causes but were 
more than four times more likely to be given by urban than rural respondents.
Badr-e-Haram and Edwin (1982) also distinguished between educated and uneducated 
parents of disabled children in Pakistan. They found that uneducated families tended to 
characterise their disabled child as ’Given By God’ or ’God’s people’, and consequently
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were hesitant to interfere with the divine will by remedial measures to alter the child’s 
disability. Other hypotheses of causation were mentioned, eg, exposure of a pregnant 
woman to the rays of an eclipse or to the shadow of a corpse; parental sins; possession by 
evil spirits through passing under a haunted tree or place and other superstitions. Educated 
parents were more likely to use terms equivalent to ’mental retardation’, mental problem, 
mental slowness, mental weakness, slowness in learning, mongolism (used both for Down’s 
syndrome and as a generic term) and (where appropriate) epilepsy.
1.3 DIAGNOSIS
1.3.1 Beliefs o f causation
As outlined above, numerous studies have shown that differences exist between individuals 
in their beliefs about what causes learning disabilities. As well as demographic variables 
leading to differences of opinion, cultural factors may also be involved. Chan (1986) 
indicates that the "pride and shame" principle has a tremendous impact on Southeast Asian 
family members. This principle states that all individual behaviour reflects either positively 
or negatively on the entire family. On the one hand, highly valued individual academic 
and/or occupational achievements promote family pride. On the other hand, negatively 
valued behaviour (eg, disobedience, disrespect, shirking responsibilities) results in a 
collective family shame. Included in the category "negative-valued behaviour" are such 
handicapping conditions as severe emotional disturbance, learning disabilities and physical 
and sensory disabilities. According to Chan (1986), these are viewed with considerable
175
stigma. Such stigma is related to Southeast Asian beliefs in what causes disabilities.
Morrow (1987) states that one of the more common explanations for a disability is that the 
condition represents a punishment for sins or moral transgressions committed by the child’s 
parents or his/her ancestors. Morrow (1987) goes on to report another cause, as perceived 
by Southeast Asians, is the assumption that the handicapped person is possessed by 
demons, ghosts or evil spirits. For example, the mother of a child with a cleft palate believed 
that the handicap was related to her having seen horror films and pictures of evil gods 
during her pregnancy. Another mother of an autistic child insisted that her temper outbursts 
during her pregnancy caused the child’s disorder (Chan-sew, 1980).
Breaking the news
Research has shown that the way in which parents are told and the amount of information 
that they are given about the disabling condition have both been implicated in parental 
acceptance of their child’s disability. Rubin and Rubin (1980) looked at 24 families in which 
the initial diagnostic interview was with a physician. They found that only half of their 
families were satisfied with the interview. The factors that were rated most highly by the 
families were, an attitude of concern, appreciation of the handicapped child’s value as a love 
object, planning an uninterrupted and unhurried discussion of the findings, allowing parent 
contact with the child before the diagnosis was explained, sharing extensive information 
with parents but without absolute predictions and making specific practical
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recommendations. The effect of these factors was that satisfied parents were more likely to 
follow the physician’s recommendations, presumably as a result of greater acceptance of 
their child’s diagnosis.
These results are supported by the findings of Svarstad and Lipton (1977) in their study of 
professional communication and parental acceptance in a multidisciplinary diagnostic clinic 
for children with developmental disabilities. They found that only 41% of their sample had 
been highly informed according to their criteria. Parental acceptance was more likely to 
increase after the informing interview if professionals gave a frank report of the diagnosis, 
explained the concept of mental retardation, or specified the child’s mental age or IQ (the 
child’s IQ could be specified as most of the children in the study were over five years old). 
The study also showed that parental acceptance of the diagnosis was not significantly 
related to the parents social class, the characteristics of the child (IQ, age and sex) or the 
characteristics of the professional who conducted the informing interview (age, sex and level 
of experience).
In a study by Ellahi and Hatfield (1992) of Asian, mainly Pakistani muslim families, the 
majority of parents had been referred to a paediatrician by their doctor and were told of 
their child’s disability by the paediatrician (61%). 10% of parents said they knew of the 
handicap themselves before anyone told them. A further 10% of parents were informed by 
some one from the Education Department when it was time for the child to start school. 8%
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of parents were informed by hospital staff at the birth of their child. 4% of parents said they 
were told by a social worker and 7% said they had never been informed properly by anyone.
Fatimilehin and Nadirshaw (1994) in their comparison of Asian and white British families 
noted that there was a significant difference between the two groups in the age at which 
parents realised that there was something wrong with their child. The mean age for the 
Asian group was 46 months whereas that for the white British group was 15 months.
The Open University course ’Mental Handicap: Patterns for Living (Book 2, "Changes and
Choices") suggests the following guidelines for breaking the news:-
Parents should be told as soon as possible.
Parents should be told together.
The baby should be present, if possible. This helps parents feel that their child is 
valued.
The discussion should be private.
The news giver should explain the facts as simply as possible and not try to influence 
decision making.
A subsequent interview should be arranged so that parents can ask questions and 
seek practical information and advice.
Follow-up at home should be arranged with a "key worker", usually a health visitor, 
general practitioner or social worker, who can offer continuing support and practical 
information and advice.
Baxter et al (1992) support the general view that if a family is from an ethnic minority
community, these standards are less likely to be achieved. They present the following quote
by an Asian mother:
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’When my baby was bom, there were no professional staff around who could speak 
my language. Eventually staff identified a cleaner who could speak to me working 
on the ward. The cleaner was asked to break the news to me.’
(In Baxter et al, 1992)
According to Baxter et al (1992), one of the biggest problems in achieving these standards 
will be if the parents and professionals do not speak a common language. Sometimes an 
interpreter or an advocate will be essential to ensure that the news is broken in the most 
sensitive way. Communication difficulties will be discussed in greater detail in the following 
section.
According to Lim-Yee (1983), the classic grief-cycle phases such as denial and guilt 
associated with the birth of a disabled child, are directly affected by cultural values and 
beliefs. This then challenges the assumption that parents of disabled children, regardless of 
the culture, proceed through an ordered sequence of discrete "stages of adjustment" and 
ultimately attain a final stage of acceptance. Chan (1986) states that for most Southeast 
Asians, life is presumed to be unalterable and unpredictable, requiring a resignation to 
external conditions and events over which they have little or no control. Accepting this fate, 
human suffering is part of the natural order. Maintaining inner strength, persevering 
without complaint and emotional strength under all circumstances is considered by 
Southeast asians as an expression of dignity (Chan, 1986).
1.3.2 Explanation o f learning disability
As well as the manner in which parents are told, the explanation they are given is also very
179
important. In some cases, parents may be the first to recognise that their child has a learning 
disability, particularly if the disabilities are not evident at birth. Parents beliefs about what 
has caused the learning disabilities are also key in the care equation and cannot be belittled 
and ignored. This is particularly the case when parents understanding may not have a 
Western medical scientific base. In the Fatimilehin and Nadirshaw study (1994), it was 
noted that most white British families (83%) had received a medical explanation for the 
cause of their son or daughter’s disability, whereas only 33% of the Asian sample had 
received one. Furthermore, some Asian families felt that there may be some spiritual 
explanation/causation of their son or daughter’s disability whereas no white British family 
felt this and half of the Asian families felt that they did not know the cause of their child’s 
learning disability; only one white British family felt this.
Baxter et al (1992) quote the experience of an Afro-Caribbean mother:
’He was quite alright until he suffered two shocks. Firstly, I cut his hair while he was 
still too young. Then one day my husband and I had a heated argument in front of 
him. We were very cross with each other and this upset him. He never recovered 
from it...They tell me he was bom like that but it is not so. That made me feel so 
bad.’
(In Baxter et al, 1992)
A view such as this, should not simply be dismissed but rather, it should be built upon. 
Pearson (1982) also emphasises the need for continuing perseverance by professionals in 
understanding families ongoing needs. Pearson (1982) describes how.
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’Whilst not rejecting the child, many parents have difficulty in accepting the 
permanent nature of the handicap, and continue to hope that there will be a cure. 
This hope for a cure partly explains the difficulty in understanding the purpose of 
available therapy. Parents may go from one doctor to another and then to Hakims 
in search of the ultimate treatment. If the child is hospitalised, there is often the 
expectation of a rapid recovery. In the absence of obvious response to treatment, the 
exercise or medicine may be stopped, in the belief that it has failed.
(Pearson, 1982)
1.4 COMMUNICATION
1.4.1 The Language barrier
According to Smith and Bond (1993), Language is an efficient means of transmitting 
symbolic information to achieve instrumental goals. Cultural conventions regulate basic 
features of language use from microscopic issues like syntax, vocabulary, sentence structure 
and accent, to macroscopic considerations such as how much one speaks, about what topics 
and with whom. Within the same culture there are striking differences in these aspects of 
language use (eg, Bernstein, 1971); across cultural groups, these differences are further 
compounded.
The first cross-cultural consideration is that a language casts a net of mutual intelligibility 
around those who use it and has enormous implications for group cohesiveness. As 
Fishman (1972) has argued, one’s mother tongue assumes ’a powerful emotional resonance’ 
and for people of many cultural groups it is a defining characteristic of a valued national 
identity (Smolicz, 1979). Black and ethnic minority professionals working in social and  
welfare positions tend to be under-represented according to local studies (Doyal etal, 1980;
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Torkington, 1983). Moreover, where they are employed, whatever the professions and staff 
grades, black and ethnic minority professionals tend to occupy lower positions, being over­
represented in low status work and specialities and under-represented in high status and 
managerial roles (Pearson, 1985). Baxter et al (1992), comment that black and ethnic 
minority service providers often find themselves in circumstances where they assume the role 
of key person for people of their own ethnic origin with learning disabilities. They are 
expected to act as a voice outside the system whilst being part of that system.
A second problem arises in cross-cultural interactions. For example, who will accommodate 
to whom, so that they can communicate effectively? Baxter et al (1992) discuss the issues 
surrounding language barriers in professional communication with families. As previously 
mentioned, in the ’Diagnosis’ section, communication barriers become apparent at the point 
that parents have to be told about their learning disabled child and continue throughout 
that child’s development. The use of interpreters has been mentioned as a means of 
overcoming these barriers. Baxter et al (1992) report on how a growing number of agencies 
acknowledge that they discriminate by providing services only in English. Increasingly, 
interpreters are employed to improve services for non-English speakers. However, 
interpreters are often employed as Section 11 workers on very low grades and on a short 
term basis only. According to Baxter et al (1992), many are dissatisfied with their role and 
feel neither recognised or valued. Additional factors also need to be considered. Gender, 
religion, class and age can affect the perspective and interpretations of the parties involved.
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For example, some clients may find it difficult to speak freely about intimate matters with 
members of the opposite sex. Similarly, inter-generational differences and their impact on 
childrearing may be a particularly sensitive area. It is essential that an interpreter can 
establish credibility with his/her client. Baxter et al (1992) advocate the matching of 
interpreters and clients.
In terms of communicating information to families, Ellahi and Hatfield (1992) highlighted 
the fact that a family’s first language is not always understood in the written form. In their 
study, only 6 out of 49 people interviewed were able to read Urdu. They concluded that the 
most fruitful way of dispensing information would be to send out audio tapes, however this 
would be a costly exercise.
1.4.2 Communication within the family
Fatimilehin and Nadirshaw (1994) looked at the level of communication of the individuals 
with learning disabilities in their study of Asian and white English families. They found that 
there was no significant difference between the two groups in the perceived level of 
expressive and receptive verbal communication skills. Fifty-eight per cent of the Asian 
families felt that their son or daughter could understand English. In 41% of the Asian 
families, the son or daughter could speak Gujerati (first language of family) and 83% could 
understand it.
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1.4.3 Behaviour problems as a means o f communication
According to Saxby and Morgan (1992), behavioural difficulties are so common that they 
can be considered a normal part of development for many children. Hewitt et al (1989) 
found that 67% of normal 2-year-olds are reported as highly active by their parents, 78% 
of the parents reported that their child had tempers or was irritable, 41% reported night- 
waking in their child and 23% settling the child at night. In this respect, children with 
learning disabilities can be expected to have some behavioural problems. However the 
behaviours may be of a different type, duration, intensity and frequency. In addition, the 
capacity to cope with behaviour problems may be stretched further in parents whose 
children have a learning disability.
By virtue of being cared for at home, the family’s perception of the behaviour as 
problematic or not is important as is the meaning that the family attach to that behaviour, 
particularly with reference to offering interventions and services.
1.5 RELIGION
1.5.1 Religion and attitude
A minimal amount of research has been carried out to investigate the way in which parental 
religious practice or involvement may affect their attitudes towards their son or daughter 
with a learning disability. The majority of studies have been concerned with beliefs and 
attitudes within Christianity, very few refer to other religions.
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Stubblefield (1977) outlined ways in which the birth of a child with a learning disability 
could influence parents religious beliefs. In his survey of clergymen, he found that 41% of 
them observed that the birth of a "retarded" child "stimulated greater faith". However, it 
was also possible for the family to lose its faith in religion through this experience. Some 
families believed that they were being punished for their sins and some parents therefore felt 
a lot of guilt regarding their child.
Stubblefield (1977) suggested several areas in which exploratory research is needed. These 
included looking at the teachings of religious groups regarding attitudes towards children 
with a disability and how parents use their religious beliefs to structure their response to 
their disabled child. Stubblefield also advocated comparative research on the degree of 
acceptance of the disability by religious and non-religious persons. He strongly 
recommended the use of descriptive and on-going clinical data in the investigation of these 
issues.
Folkman et al (1979) viewed existential belief systems such as faith in God, as enabling 
people to create meaning out of life, even out of damaging experiences. They also suggested 
that there might be a strong link between beliefs and morale. For example, they postulated 
that morale can be bolstered and hope generated by the belief that suffering strengthens the 
character. According to Williams (1993), religion is the vital basis of moral identity for 
ethnic minorities which have faced adverse circumstances over the years.
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Mary (1986) took a different view of the influence of religion. She hypothesised that certain 
beliefs with regard to the cause of the child’s disability would reflect a religious perspective. 
For example, a belief that the disability was predestined. Therefore, the religious perspective 
would in Mary’s view correlate with feelings of "powerlessness" and use or failure to use 
professional services available.
1.5.2 Islam
Miles (1992) writes that Islam has a favourable early record on learning disabilities, arising 
from a Quranic text that prescribes guardianship for the learning disabled individual. 
Particular reference is made to withholding an individuals property until he or she has 
reached an arbitrary age of maturity. Islamic law also attempts to define and discriminate 
between various types of disability.
The House of Islam broadly shares with Christendom a belief that we live one life only and 
that wrongs should be tackled actively now, rather than being left to evolve through a cycle 
of reincarnations. According to Miles (1992), wrongs that seem irremediable may be 
ascribed to ’the will of Allah’, yet if a solution is demonstrated it tends to be embraced, at 
least, in Miles’ view, by the more educated.
Ecob and Williams (1991) studied a group of Asian minorities, including muslims, to assess 
health and welfare. Nearly all bom muslims thought their religion to be helpful and
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important in their lives. In terms of maintaining religions identity from birth, retention of 
identity was actually or complete amongst the muslim sample. Other Asian religions such 
as sikh and hindu also had relatively high retention rates compared to catholic, anglican and 
other protestant groups.
1.6 CULTURE
1.6.1 Terminology
’Culture’ is a term more often used by anthropologists. A classic definition is: ’that complex
whole which includes knowledge, belief, art, morals, law, custom and any other capabilities
and habits acquired by man as a member of society’ (Tyler, 1874). Leaving aside the
definition of belief, art, morals, etc., the important words according to Rack (1982), are
’acquired’ and ’as a member of society’. Culture appears to be about social conventions.
Another definition is:
’the categories, plans and rules people use to interpret their world and act 
purposefully within it...the grammar used to construct and interpret behaviour. 
Culture is learned as children grow up in society...Culture is a plan for behaviour, 
not a behaviour itself.’
(Spradley and McCurdy, 1974)
Rack (1982) describes culture as variable and arbitrary. He cites the example that in Britain
it is polite to eat with one’s mouth closed but in India, the opposite.
’We tend to think that the norms we follow...represent the "natural" way human 
beings do things. Those who behave otherwise are judged morally wrong, a 
viewpoint anthropologists consider ’ethnocentric’, which means that people think 
their own culture is the best, or at least the most appropriate way...to live.’
(Spradley and McCurdy, 1974)
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Ethnocentrism has powerful emotional reinforcement. Having learned to live by a set of 
rules and accepted them unthinkingly during the formative years of childhood, people do 
not take kindly to having them challenged. According to Spradley and McCurdy (1974), 
cultures are modified in the face of changes of environment, but alterations tend to be 
grudging and reluctant. ’One’s culture is not like a suit of clothing which can be discarded 
easily or exchanged for each new lifestyle that comes along. It is rather like a security 
blanket and although to some it may appear worn and tattered, outmoded and ridiculous, 
it has great meaning to its owner’ (Spradley and McCurdy, 1974). Above all, the rules, 
norms and customs that constitute culture are an expression of underlying value systems 
which in turn are also learned, group specific and arbitrary.
’Each culture has its own norms for health, for ideal states of mind and for the
functioning of individuals in society’.
(Fernando, 1991)
The concept of cultural assimilation or ’acculturation’ is also important to recognise when 
a particular cultural group settles in another country whose culture is very different. Smith 
and Bond (1993) describe how individuals may lose cultural identity which may arise out 
ofintercultural contact. However, groups may also segregate themselves from other groups 
and their members adopt chauvinist, ethnocentric attitudes and stereotypes towards these 
other groups. Rosenthal and Feldman (1992) researched acculturation effects in Chinese 
Australians and Canadians compared to Chinese students in Hong Kong. They found that 
cultural practices and labelling oneself as Chinese declined in the first generation but fell no 
further in the second. Subjective evaluation of one’s identity and the importance attached
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to Chinese cultural practices did not decline at all. The authors conclude that external 
aspects of cultural identity may change slowly over time, but that the internal components 
are more resistant to change.
1.6.2 Asian norms and values
Every culture has its own spectrum of normality which categorises behaviour along a 
continuum o f ’normality’ to ’madness’. This spectrum however may vary between cultures 
according to the values and norms of each culture. Thus in keeping with the writings of 
Spradley and McCurdy (1974), what may be perceived as ’normal’ in one culture may be 
seen as abnormal in ’another’.
In the Asian community, there are many problems arising from the social and economic 
conditions which cause personal distress. Beliappa’s study (1991) identified the most 
common causes of distress as difficulties in preserving culture, concerns over childrens 
values and the disintegration of the family unit. Since attitudes and values that are attached 
to the family may be more important in Asian cultures than in some other cultures, any 
negative impact on these values may lead to a higher level of distress in the Asian 
community. This distress however may not be perceived as ’illness’ m need of therapeutic 
intervention and may be endured or resolved using culturally appropriate coping strategies 
and by consulting the relevant individuals within the community.
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} .6.3_CaItHral dynacucs . of disability
The social science literature on disabilities has been described as suffering;
" a curious omission in the relative lack of attention paid to a cross cultural or 
historic perspective."
(Groce and Scheer, 1990)
The limited research that has been published suggests that both these factors are important 
in understanding social attitudes toward people with disabilities. For example, Jaques and 
colleagues (1970, 1973) demonstrated significant differences in the attitudes held by 
American, Danish, Chinese and Greek samples toward people with disabilities, with 
Americans having the most favourable attitudes and Greeks the most negative. Another 
study by Chan et al (1988) found that compared to Americans, the Chinese were 
particularly negative in their attitudes toward people with disabilities. Research in Israel has 
also demonstrated more negative attitudes toward physical disability among Arabs and 
Jews from Arab countries than among Arabs and Jews from Western countries (Florian and 
Katz, 1983).
Westbrook et al (1993) comment that in developed countries, attitudes toward people with 
disabilities are becoming less negative. The first major national survey of the experiences of 
Americans with disabilities which was conducted in 1986, found that 72% of respondents 
considered that life had improved since 1975 (ICD Survey, 1986). There are also Australian 
data indicating that community attitudes have become more accepting (Gething, 1986). 
However, discrimination against people with disabilities remains relatively unchanged in
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many developing nations (Cherniak, 1991; Marfo et al, 1986). One therefore might expect 
differing beliefs about disability based on the length of time families have lived in more 
highly developed countries such as Britain.
Fewer theorists have attempted to link cultural variables with the status of people with 
disabilities. Hanks (1948) examined the position of people with physical disabilities in a 
range of non-western societies and suggested that social integration is greater in society’s 
in which wealth is more evenly distributed, competitive factors are minimised and there is 
less emphasis on achievement.
It has been argued that insufficient data are available to adequately allow for theoretical 
analysis of cultural or historical variations in attitude toward disability (Longmore, 1987; 
Cloerkes and Neubert, 1984). Longmore (1987) speculated that a major shift in attitudes 
occurred in western societies during the eighteenth century with the emergence of a medical 
model which no longer viewed disability "as an immutable condition caused by supernatural 
agency." (Longmore, 1987; p 355).
Other writers consider that attitudes toward people with disabilities have deteriorated in 
modem society. Oliver (1990) argued that the social exclusion of people with disabilities 
resulted from the rise of capitalism with its emphasis upon individualism, achievement and 
independence.
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According to Florian (1989), a family’s reaction to disablement, their expectations, 
relationship patterns and many other facets of their lives are effected by their cultural 
background (Deluca and Salerno, 1984). In this context, cultural background represents the 
family’s heritage and includes such elements as religion, customs, values, languages, role 
differentiation and kinship patterns shared by a particular group of people. Florian (1989) 
goes on to say that all families are influenced, to some degree, by prevailing attitudes toward 
"the handicapped" found within their own cultural environment.
It is generally believed that the treatment of the disabled person may differ significantly. 
Deluca and Salerno (1984) describe how in some cultures it is not uncommon for the 
handicapped child to be fully accepted and treated as a cherished family member. The 
community may reinforce the family’s feeling of protectiveness. They go on to describe how 
in other cultures, the handicapped are viewed as permanent children and are overprotected 
and kept away from the stresses of daily life. In still other, more extreme cases, defective 
children are abandoned and left to die. Also reported is the fact that there are also cultures 
that utilise the handicap for family income purposes, such as begging (Deluca and Salerno, 
1984). Nevertheless, as noted by Turnbull et al (1984) in their comprehensive book on 
people with a disability and their families, little empirical research has been conducted on 
reactions of different ethnic groups to the presence of a family member with a disability.
The study by Fatimilehin and Nadirshaw (1994) compared the attitudes towards disability
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of twelve Asian and twelve white British families. They found that the differences in 
attitudes and beliefs were found to be unrelated to descriptive variables such as the 
characteristics of the son/daughter with a learning disability and characteristics of parents. 
However, both attitudinal differences and service utilisation patterns were more related to 
religious and cultural differences. A further major influence on attitudes and service 
utilisation in Asian families was found to be in their lack of knowledge about the cause and 
concept of learning disability.
1.7 SUPPORT
1.7.1 Types o f  support
The importance of both formal and informal social support networks have been examined 
in the literature. Formal networks tend to refer to parents groups within the literature. 
Condell (1966) found that 45% of his sample of parents liked to talk to other parents 
because it created a type of common bond and 42% valued an exchange of ideas. 
Friedlander and Watkins (1985) also suggested that support groups have a therapeutic value 
for parents. Informal social support networks generally refer to family members both inside 
and outside the home, friends and neighbours.
Folkman et al (1979) stated that close positive relationships appear to facilitate good health 
and morale even under personal crises. This was corroborated by Freidrich et al (1985), who 
demonstrated the importance of social support for the 147 families in their sample. Changes
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in support between spouses were related to changes in their child over time. It was suggested 
by the authors that the relationship between coping and social support is interactive in that 
those who are better able to cope presumably have more social support and more social 
support facilitates coping.
1.7.2 Benefits o f support
Given the consensus in the literature regarding the benefits of social support, the findings 
of Suelzle and Keenan (1981) in their survey of 330 families with a "mentally handicapped" 
member, are rather puzzling. They found that the utilisation of personal support networks 
declined over the life-cycle of the families, in contrast to the utilisation of health-care 
professionals and educational personnel. They also found that there were significant 
declines over the life course in the utilisation of family members or friends or bystanders.
In the 1992 study by Ellahi and Hatfield, just over a third of the 49 Asian families said that 
they received no help or support when they first discovered their child’s disability. However, 
almost all parents with children attending school or day centres said that they had good 
contact with staff. Parents in this study made the following suggestions with reference to 
potential support: more groups for Asian parents to assist them in their understanding of 
their child’s disability; more help in the house; alterations in the house to meet their child’s 
needs; a day centre for girls only; relief care with nursing for the more physically disabled 
child and a school for the more able children so that they are not held back by the more
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disabled individuals.
1.7.3 Professional support
Both Murray (1992) and Gunaratnam (1993) report on the limited usage of professional 
support by Asian families with learning disabled offspring. Murray (1992) quotes Russell 
from the book, Voluntary Council for Handicapped Children: "Services were frequently not 
available in the relevant language, or were inappropriate to the families’ cultural or religious 
needs. Parents were also not offered services, on the assumption that they would not wish 
to utilise respite care or other support services because care would be within the family 
only."
Gunaratnam (1993) states that the reportedly low take-up of services by Asian communities 
appears to be directly related to lack of knowledge about service provision and 
inappropriate information giving. This view is supported by Bhalla and Blakemore (1981) 
who found that out of their Asian sample, 64% had not heard of any of the services 
mentioned in the study such as home help or day centre, as opposed to 35% of the Afro- 
Caribbean sample and 2% of the European sample.
Gunaratnam (1993) also points out that low uptake of services by Asians is also related to
the inappropriateness of the service provision. She quotes:
’He used to have meals on wheels, but even though it was useful to have them 
delivered, because they were so appallingly bad...I don’t think they had even heard 
of halal meat...it was just a waste of money.’
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The low take-up of services by minority communities is now being recognised as the
responsibility of service providers rather than the ’problem’ of uncooperative communities.
A recent report by the London Borough of Camden on ’The needs of women carers whose
first language is not English’ (1990) stated:
’At present there seems to be scant understanding of dietary rules...and little 
provision of halal meat or vegetarian or vegan meals. Current home help and respite 
care provision caters poorly for minority ethnic communities and the take up of 
services is likely to be closely related to how sensitive and responsive the service is 
to those needing it.’
(p20)
1.8 HEALTH
1.8.1 Health and culture
In Western thinking, the concept of mental illness has been set apart from that of bodily 
illness on the basis of (presumed) causation (Fabrega, 1984). However, in non-Westem 
cultures, the extent of distinction is not so clear. According to White (1984), 
conceptualisations about mental health or illness in any culture ’must articulate with 
cultural conceptions of the person and social reality’ and popular ideas about personal well­
being must be a part of a cultural concept of health.
In recent years there has been increasing interest in lay ideas about preventive health and 
illness-related behaviour. To date, only a limited number of studies have been carried out 
in this area. Many of these have been small and exploratory in nature, varying in terms of 
time, location, sample populations and research aims and perspectives. Consequently, it is 
difficult to undertake any systematic comparison of findings.
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Nevertheless, throughout the available literature, recurring themes are apparent. Several 
American studies (Zola, 1973; Twaddle, 1974) have pointed to ethnic differences in both 
ideas and behaviour relating to health and illness. There have also been a number of 
similarities between American (Twaddle, 1974; Zborowski, 1952) and British studies (Pill 
and Stott, 1982;Blaxter, 1983,1990). The majority of respondents surveyed considered their 
health to be good or very good. At the same time, they acknowledged that for much, if not 
all of the time, they experienced symptoms of some kind, involving varying degrees of 
discomfort or disability. Pollock (1984) suggests that health is not necessarily or even 
predominantly identified with the absence of illness, but often defined in functional terms, 
as the ability to carry out normal everyday tasks and activities.
The field of pain perception has revealed some interesting findings on cultural differences 
(Zborowski, 1952; Lipton and Marbach, 1984; Bates, Edwards and Anderson, 1993). 
Several studies of experimental and acute pain have found that cultural or ethnic 
background is associated with significant variation in pain intensity reports as well as 
attitudes, emotions and behaviours associated with pain (Zborowski, 1952; Lipton and 
Marbach, 1984). Zborowski (1952) found ethnic background to be associated with reported 
differences in male back-pain patients’ descriptions of their pain experiences. Lipton and 
Marbach (1984) found several significant inter-ethnic differences in pain perception in a 
sample of acute and chronic facial-pain patients. The ethnic groups did not however differ 
on many of the variables examined. Bates et al (1993) found that in their study, the best
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predictors of pain intensity variation were ethnic group affiliation and locus of control style. 
They went on to suggest that pain intensity variation may be affected by differences in 
attitudes, beliefs and emotional and psychological states associated with different ethnic 
groups. Bates (1987) went on to describe a ’bioculturaf model of pain perception in terms 
of people learning in social communities where conventional ways of interpreting, 
expressing and responding to pain are acquired.
1.8.2 Health and the Asian population
Despite the fact that Asian individuals do not appear to have been included in any of the 
research on pain perception, it is feasible to presume that differences exist between the Asian 
population and other cultural groups and that Bates’ biocultural model could be used to 
describe differences in pain perception amongst an Asian population.
Most of the limited research into Asian health issues is concerned with mental health. For 
example, Atolagbe reports in the December 1993 issue of ’Healthcare Today’, that Asian 
young people are becoming more prone to self-harm behaviour than their white 
contemporaries. Atolagbe (1993) goes on to report on how the levels of suicide amongst 
Asian women between the ages of 15 and 24 is 80% higher than for white women in the 
same age group. Figures for Bulimia are also reported to be higher in Asian groups than in 
Caucasian ones (Bryant-Waugh and Lask, 1991).
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Studies looking into attendance rates at psychiatric clinics by Asians have raised a couple 
of key questions. For example, Stem et al (1990) found that Asian referrals were under­
represented with respect to the local population. It is fairly widely accepted that Asian 
attendance rates are low compared with the general population, which begs the question, 
do such attendance figures reflect a low rate of disturbance in the Asian community or a 
mistrust and reluctance to seek outside help, especially for psychological problems? Or, are 
the services unsuitable? Atolagbe (1993) reports that in his study of Asian children referred 
to Child Psychiatric Departments, the non-attendance rate at first appointment was only 
10% as compared with 15% for the total population. Taken collectively, the evidence seems 
to point to the unsuitability of the current services.
1.8.3 Health and disability
A few studies have focused on the relationship between parental ill health and childhood 
behaviour disorders. Rutter (1966), in a controlled study of children referred to a psychiatric 
department and children attending paediatric and dental clinics, found recurrent and 
chronic physical illness to be twice as common and psychiatric illness three times as 
common among parents of psychiatrically disturbed children as among the controls. An 
excess of physical illness was found in both mothers and fathers of the disturbed children.
It is now fairly well documented that the number of behaviour problems in learning disabled 
children is associated with scores of parental malaise, for example, Sloperetal(1991). Quine
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and Pahl (1985) noted that the presence of some characteristics in children, particularly 
night-waking, are associated with high malaise in the parents. This was also the finding in 
the Saxby and Morgan (1993) study on behaviour problems in children with learning 
disabilities.
The relationship between the child’s behaviour and family stress is likely to be complex, 
with parental stress sometimes exacerbating the child’s behaviour and in other situations, 
the child’s behaviour exacerbating family stress.
Finally, Ryan and Smith (1989) in their study on parental reactions to developmental 
disabilities in Chinese American families, found that Chinese belief systems about health 
and illness were present in the parents’ concepts of causation and treatment. The parents’ 
belief in the importance of physical, supernatural and metaphysical causes meant that their 
basic orientation to a developmental disability often conflicted with the Western diagnoses. 
It also caused parents to seek some unconventional cures. This will be discussed in greater 
depth in the next section.
1.9 PERCEPTION OF CHANGE AND FUTURE EXPECTATIONS
1.9.1 Perception o f change
Despite speculation on culture specific expectation of change, very few studies have looked 
especially at parental perception of change and future expectations. Madhavan and
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Narayan (1992) looked at the impact of professional intervention on parental perceptions 
and expectations of their learning disabled children in India. Parental expectations included; 
total cure; special school education; speech development; independence; mental/brain 
development; whatever is possible; residential facilities; training; walk/sit hold neck; 
diagnosis/guidance; improved behaviour; drugs for fits; normal school education and hold 
down a job. It is interesting to note that the initial expectation of total cure and speech 
development showed a significant reduction after intervention. The reverse was true in the 
case of special education, the need for training and the need for drugs to control fits.
The 1994 study by Fatimilehin and Nadirshaw on cross-cultural differences of parental 
attitudes found that two-thirds of the Asian families felt that their son or daughter had 
changed for the worse in the last few years and an equal number of white British families 
felt their son or daughter had improved. The majority of families felt that there was nothing 
they could do to help their son/daughter improve. Half of both the white and Asian groups 
felt that training or education might help their offspring improve. Significantly more Asian 
families felt that doctors and their religion could help their son or daughter improve. 
Interestingly, 58% of the Asian families felt that their son or daughter could be cured or 
become ’normal’ through medical intervention or religion. Only one white British family felt 
it could be achieved through extensive training. One Asian family felt that people with 
learning disabilities should be encouraged to marry.
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1.9.2 Culture specific cures
Ryan and Smith (1989), as pointed out earlier, described how Chinese parents of 
developmentally delayed children sought some rather unconventional cures. They describe 
one parent whose child had epileptic seizures. Although the parent sought medical 
treatment for the child, he was also taken to the mediums and Chinese Gods to offer incense 
to drive away the evil spirit "which took possession of him". Another couple whose child 
was severely disabled as a result of poliomyelitis sought every possible cure for the child and 
believed temporary relief was gained through the administration of acupuncture. Another 
couple did not really understand what was going on with their son who was found to have 
a seizure disorder after birth, but desired the best treatment for their son, hoping that he 
would be cured. They sought a supernatural cure. The child wore silver bangles on both 
hands with some charms they believed would bring good luck and make the child well 
(Ryan and Smith, 1989).
A study by Fatimilehin (1989) found that with respect to a "search for a cure", significantly 
more Asian families, compared to white British families, felt that a cure was possible. Most 
Asian families felt that a cure might be effected through their religion but a few also felt that 
doctors might have the ability to effect a cure.
1.9.3 Future expectations
In Fatimilehin and Nadirshaw’s 1994 comparison of Asian and white British families, it is
202
reported that most families had not planned for the future care of their son or daughter, but 
there were differences in the type of care that parents wanted. Most white British families 
wanted their son/daughter to be cared for in a community home provided by the services, 
whereas most of the Asian families wanted care to be provided by a relative when they were 
no longer able to provide care themselves.
1.10 SUMMARY
Parental attitudes towards their learning disabled sons or daughters appear to be affected 
by a number of factors. Some of these factors are deep-rooted while others are more 
transitory and depend on who the family comes into contact with over time.
Attitudes seem to vary according to demographic details such as where families live, their 
levels of education and possibly their socio-economic status. The way in which parents are 
told and the amount of clear information they are given also has an effect on parents 
attitudes. The ability of the professional care-giving services to communicate this 
information clearly will also have an impact.
Social support, both informal and formal is likely to influence parental attitudes about 
caring for their disabled children and maternal health is also felt to be a factor in the 
attitudinal equation with special reference to behaviour problems amongst offspring.
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The more deep-rooted factors affecting parental belief as well as attitude are religion and 
culture. The effects of religion may include empowering parents by giving them a rationale 
for their situation, or leading them to accept their situation to the extent of total passivity. 
Cultural differences may be seen in the involvement of family members, the acceptance of 
the diagnosis, knowledge of the concept of learning disability and search for a cure. Both 
religion and culture are likely to influence parents with respect to future expectations of 
both change and care.
I l l  ATM AND HYPOTHESES
The aim of the present study is to explore and examine qualitatively the impact of the 
factors outlined above on parents attitudes towards their learning disabled sons or 
daughters. Given the impact of such factors as religion and culture, the study focuses on 
Asian muslim families living within a small area of Britain.
A number of hypotheses will be tested based on the different factors discussed so far:-
1) Attitudes will vary according to the characteristics of the learning disabled child such as 
age, sex, number of siblings and any behaviour problems the individual may have. The 
nature of the variations will be dependent upon the nature of the sample but sex differences 
are likely to favour boys over girls in terms of parental time investment.
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2) Parents attitudes will relate to demographic variables such as length of time in this 
country, education, socio-economic status and parents age. Parents are likely to be better 
informed the longer that they have lived in this country, the more educated they are, the 
higher their socio-economic status and the younger they are. Demographic variables are 
also likely to impact on cultural factors which will in turn influence attitudes.
3) Asian muslim families will not be so clearly informed of the cause or concept of their 
child’s learning disability and will be more likely to give spiritual/mythical explanations as 
to the cause of learning disabilities, either generally or in their own experience.
4) Asian muslim families are likely to make a specific pattern of attributions of the cause of 
learning disabilities in their son or daughter. The specific pattern of attributions cannot be 
predicted at this stage.
5) Asian muslim families are likely to comment positively about individuals with learning 
disabilities and are likely to play down any problems or difficulties that they face. This is 
also likely to be the case in reporting behaviour problems.
6) Asian muslim families are likely to look beyond the more western approaches to 
treatment and pursue more alternative means in order to improve their child. Asian muslim 
families are also likely to believe in a cure for learning disabilities.
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7) Asian muslim families are likely to cite religion as having helped them cope with having 
a learning disabled child and are not so likely to report that family members provide 
support for the main carer.
8) The health of the main carer may impact on any behavioural problems that the learning 
disabled individual has; the reverse may also be true.
9) Asian muslim parents are not likely to have planned for their childrens future.
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2. METHODOLOGY
2.1 Research design
One of the problems of studying any subjective concept across cultures is the inevitable 
introduction of researcher bias. Bourguignon (1979) pointed out the importance of cultural 
relativism, that is, not assuming wittingly or unwittingly the superiority of one’s own society 
and culture. When lo oking at other cultures, there is rarely enough background information 
available to construct the types of experiments, interview schedules and other devices used 
by psychologists and sociologists in their own societies.
Qualitative methods of study are therefore invaluable in this sort of research. Manion and 
Bersani (1987) stressed the importance of collecting qualitative data that reflects the culture 
being studied rather than reflecting the biases of the researcher.
Interviews appear to be more useful than questionnaires in this type of research because of 
the possibilities of illiteracy, translation and a lack of motivation to complete 
questionnaires. Unstructured interviews offer flexibility in terms of the number and nature 
of the questions that can be asked. However, unstructured interviews do not lend themselves 
to large scale surveys. This is partly due to time constraints but also because the use of 
different interviewers in the same survey would lead to considerable interviewer bias and 
render generalisations invalid.
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Structured, interviews lend themselves more to larger samples and quantitative data 
collection. The use of structured interviews also ensures that all areas of concern on the 
researcher’s agenda are covered. Moreover, the structure provides a framework for 
analysing the responses obtained and structured interviews also introduce less interviewer 
bias than unstructured interviews.
2.2 The present study
Given the limited prior knowledge in the chosen area of study, qualitative research into a 
specific subject group seemed most pertinant. Drawing on the advantages of both 
unstructured and structured interview styles, a semi-structured interview schedule was 
developed for use in this study. Ethical Committee Approval for the study was received in 
July 1994 (Appendix 1).
This semi-structured interview schedule (Appendix 2) has drawn on the findings of previous
research, particularly the work of Shah (1986) and Fatimilehin (1989). The schedule itself
consists of 73 questions in nine sections. The sections are as follows:-
i) Biographical/Demographic information 
Ü) Diagnosis
iii) Communication
iv) Religion
v) Culture
vi) Support
vii) Health
viii) Change
ix) Future expectations
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2 .3 Coding
Once the data from each family was collected, it was coded in a number of ways. Structured 
information was coded as a series of variables within the nine sections. Unstructured 
information, such as comments required categorisation before coding into variables could 
take place. Categories were agreed upon by two individuals including the researcher. A 
colleague from the Psychology department, was also given a random sample of three 
interview schedules and asked to devise a way of categorising the relevant comments. The 
resulting information was in agreement with the initial categorisation. Coding was based 
on these categorisations and took a number of formats.
2.3.1 Polarity of content
Some comments were coded in terms o f ’positive’, ’negative’ and ’neutral’ content. If the 
content of certain comments were of mixed polarity then the code ’mixed’ was given but the 
total number of ’positive’, ’negative’ and ’neutral’ comments was noted for all relevant 
questions.
2.3.2 Causal attributions
Questions involving parents beliefs about the cause of learning disabilities either in the 
general population or in their own son/daughter were coded additionally drawing on 
attribution theory using the Leeds Attributional Coding System (Stratton et al, 1986). The 
statements generated by the families containing the attributions were coded as follows
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1) Stable versus Unstable; each causal factor has a probability of occurrence and it is this 
probability which determines whether an attribution is judged to be stable or unstable. If 
the cause is likely to apply to the outcome in the future, then it is judged stable, if it is 
unlikely to apply to the outcome in the future, then is judged unstable.
2) Global versus Specific; each event may be the cause of a number of possible outcomes. 
If only one simple effect follows from this given event, the cause is specific, if there are many 
possible outcomes, then it is global.
3) Internal versus External; if the cause originates inside the person, then it is internal. 
If it originates outside the person, whether it is a characteristic or behaviour of another 
person, or a circumstance, then it is external.
4) Controllable versus Uncontrollable; if the individual believes that they could normally 
manage to significantly influence the outcome in the absence of exceptional effort or 
circumstances, then the outcome is controllable. If the causal sequence is believed to be 
inexorable or the outcome inevitable in normal circumstances, then it is uncontrollable.
Additional codes were less formalised and depended upon the actual content of the 
respondents comments. Inter-rater agreement was achieved on all categorisations and all 
codes at >90%.
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2.4 Method
Although there are a few parental attitude scales and questionnaires available which include 
items on disability (Eg Rosenbaum et al’s Parental Attitudes Toward Children with 
Handicaps, 1987), they all tend towards ethnocentricity and do not look at attitudes and 
beliefs in cultures other than the Western one.
The current study therefore aims to look at the specific attitudes and beliefs about disability 
of a sample of Asian Muslim families. In the past, studies such as that carried out by 
Fatimilehin (1994) have attempted multi-cultural comparisons treating Asian muslims and 
hindus as a single cultural category.
Clearly, as the literature review has shown, religious factors have an undeniable affect on 
attitudes and beliefs. Therefore the present study aims to provide primarily qualitative data 
on a very specific cultural and religious group. Naturally, data will be discussed in the light 
of previous research findings.
2.5 Subject selection
Asian muslim families with at least one learning disabled offspring known to Social Services 
Community Team for People with Disabilities in the Borough of Hounslow (the researcher’s 
place of employment), were targeted for this study. All families were required to be on the 
telephone in order to enable telephone confirmation of appointments. Level of disability 
and age of offspring were not part of the selection criteria as level of disability has not been
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found to relate to attitudes or beliefs in the past (Fatimilehin, 1994) and a range of ages was 
considered desirable for discussion.
Some twenty families fitting the selection criteria were initially contacted in writing with an 
explanation of the proposed research and the suggestion that they would be contacted over 
the coming weeks and asked whether they would be prepared to take part. Written 
assurance was given that a families decision whether or not to take part would not affect 
any of the services that they received and that they could withdraw at any point. Families 
were also informed that all information was confidential and that no names would be used 
in the final report.
Interviews with families were confirmed by a trained Section 11 translator (Social Services) 
over the telephone.
A total of twelve families took part in the main study, the interview schedule having been 
piloted previously on one family.
2.6 Procedure
The interview schedule was administered by a single researcher so as to minimise researcher 
variability and bias. Section 11 workers were present during the interviews when requested 
by families.
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All interviews were conducted in the family home and responses were written directly onto 
the interview schedule in a verbatim manner. The interviews lasted between one and two 
hours depending on the conversational style of the family.
Interviews were directed towards the main carer and in all but one case, this was the mother. 
Fathers were often present and usually contributed to the interview in some way. All 
information given was written on the schedule.
2.7 Data analysis
All data from the interviews were coded and tabulated. Statistical frequencies for all 
variables were equated. A variety of statistics were used for analysing the data, including 
2x2 contingency tables, correlations, t-tests (one-sample and independent measures) and 
analysis of variance (ANOVA) with a polynomial contrast to investigate trend.
Due to the small sample size, the Fisher exact probability test for 2x2 contingency tables 
was used to analyse nominal and ordinal data where relevant. Pearson’s product-moment 
correlation coefficient was used to compute potential relationships between the appropriate 
interval level data. A one sample t-test was carried out on the causal attributions and an 
ANOVA on acculturation effects, along with polynomial contrasts to demonstrate the 
direction of significance.
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3. RESULTS
3.1 Biographic/Demographic information
3.1.1 Learning disabled individuals
The main demographic details of all the individuals with learning disabilities are displayed 
in table 1. None were either married or were ’only children’ and two-thirds had subsequent 
siblings. Only one individual had a sibling with learning disabilities.
Table 1: IndividuaTs Details
Age Sex Number o f  Siblings
Mean St. Dev. No. males No.
females
Mean St. Dev.
19.9 11.90 4 8 2.83 1.7
3.1.2 Parents
No learning disabilities were recorded in either the mothers or the fathers families. Table 
2 shows the mean, standard deviation, median and range of parents’ age. Forty-two percent 
of parents had lived outside the UK prior to moving to Hounslow and the mean number 
of years that families had lived in Hounslow was 13.7 years (range = 3-32 years).
Figure 1 shows the spread of mothers origin in terms of country. Figure 2 demonstrates the 
same for fathers origin. Eighty-three percent of mothers and fathers grew up in urban towns
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Figure 1: Country of Mother's Birth
other
16.7%
Britain
8.3%
East Africa 
16.7%
India
33.3%
Pakistan
25.0%
Figure 2; Country of Father's Birth
other
8.3%
Pakistan
58.3%
India
33.3%
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and cities. Only 17% of parents grew up in rural areas. If parents were brought up in an 
urban area, they were less likely to believe that their son/daughter’s learning disabilities were 
spiritual in causation (p<0.01)
Table 2: Parent’s Ages
Mean Standard
Dev.
M edian Range
M other 46.3 12.49 45 29-67
Father 48.3 12.55 45.5 29-66
3.1.3 Education and occupation
Mothers on average had spent 7.83 years in school (range= 0-14 years). A quarter of 
mothers in the sample had qualifications and had gone on to further education. A positive 
correlation was noted between the number of years in school and the number of 
qualifications obtained (p<0.05). Eleven of the twelve mothers were currently housewives 
but 50% had worked in the past, half in part-time and half in full-time posts.
A quarter of the fathers in this sample were unemployed. Of the 42% employed, 64% were 
in managerial and administrative jobs, 9% were in associated professions and 18% were in
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craft and related occupations. Eighty-three percent of fathers were in full-time employment. 
Table 3 refers to the social class of the parents and grandparents as categorised by the 
Classification of Occupations (HMSO). The categories are as follows:-
I Professional etc, occupations
II Managerial and Technical occupations
III Skilled occupations 
(N) non-manual 
(M) manual
IV Partly skilled occupations
V Unskilled occupations
Table 3: Social Class (as defined by occupation) o f Mother, Father and their fathers
%I %II %IIIN %IIIM %IV %N/A eg 
housewife
Mother 0 8.3 16.7 0 25 50
Father 0 54.5 18.2 18.2 0 9.1
Mother’s
father
8.3 16.7 16.7 33.3 16.7 8.3
Father’s
father
0 45.5 9.1 36.4 0 9.1
3.1.4 Household constitution
One third of families said that in-laws lived with them from time to time. The majority of 
families however stated that just the immediate family lived at home.
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3.2 Diagnosis
The idea of parents beliefs about causation of learning disability produced a series of 
comments which were subjected to detailed content analysis. Parents views were sought on 
the more general Asian belief about what causes learning disabilities as well as their belief 
about what caused their own son/daughter to have learning disabilities.
3.2.1 General beliefs
Seventeen percent of parents said that they did not know what caused learning disabilities 
in general, 17% made positive statements about cause, such as "God’s gift", 8% made mixed 
positive and negative comments and 58% made neutral comments such as "it’s just one of 
those things". In total, 2 negative, 4 positive and 11 neutral statements were made.
The content of the responses was further categorised in terms of medical and spiritual 
causes. Half of the parents gave spiritual/fatalistic causes, a third gave medical reasons 
including genetic and cousins marrying and 17% did not know. A correlational association 
was apparent between parents belief that learning disabilities in general are not as a result 
of spiritual causes and not taking their child to a holy expert (p<0.05). Although of 
associational significance, the exact probability was not significant at the 0.05 level. Parents 
were also less likely to have sought treatment if they felt that learning disabilities were 
unrelated to spiritual causes (p<0.05). Parents were more likely to have taken their 
son/daughter to a professional expert if parents believed that the cause of learning
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disabilities was medical (p<0.05).
Interestingly, there was a positive correlation between the number of years that parents had 
lived in Hounslow and parents’ general belief that learning disabilities have a spiritual cause 
(p<0.01). In addition, this effect proved to be statistically significant at the 0.01 level. 
Parents’ age, although not correlating significantly with the belief that learning disabilities 
has a spiritual cause, did show a positive correlational trend.
Finally, attribution theory was imposed on the set of responses such that 70% of parents 
thought that learning disabilities in general were unstable, specific, external and 
uncontrollable.
3.2.2 Parental beliefs
Parents responses on what caused their own son/daughter to have learning disabilities were 
categorised in the same way.
In terms of positive, negative and neutral comments, two-thirds of parents made neutral 
comments while the remaining one third said they did not know what caused the learning 
disability. Neither negative nor positive comments were made. Eight neutral comments were 
made in total.
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With respect to the medical/spiritual dichotomy, 50% of parents gave medical reasons for 
their own sons/daughters learning disability while only 17% gave spiritual reasons. A third 
said that they did not know the cause. Parents who believed that learning disabilities in 
general was not spiritual in causation tended to believe that their own son/daughter’s 
learning disabilities were medical in causation (p<0.05).
Parents who did not believe that their child’s learning disabilities were spiritual in causation 
tended not to take them to a holy expert (p<0.05), however, neither did they seek medical 
treatment (p<0.05).
As with general beliefs, a positive correlation existed between the number of years that 
parents had lived in Hounslow and parents belief that their own child’s learning disabilities 
had a spiritual causation (p<0.05). This effect also proved to be statistically significant 
(p<0.05) in that the longer parents had lived in Hounslow the more likely they were to 
attribute a spiritual cause to their son/daughter’s learning disability. Again, parents age 
showed a positive correlational trend with number of years in Hounslow.
In terms of attributions, 50% of parents felt that the cause of their sons/daughters learning 
disability was unstable, 63% thought that the cause was specific, 75% thought it to be 
external and 88% thought it uncontrollable. Regarding the stability factor, parents appear 
more likely to apply this factor to themselves rather than to other families with a learning
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disabled child (p< 0.05).
3.2.3 Recognising the disability
Fifty-eight percent of parents in this sample realised that something was wrong with their 
child at birth and a further 25% realised in the first 12 months.
When asked what they thought was wrong with their child at first, 64% of parents said that 
they did not know, 18% thought that it might be related to something physical such as an 
allergy or fits, 9% said brain damage at birth and a further 9% said nothing. In terms of 
giving a reaction, only 50% could say how having a learning disabled child made them feel. 
Reactions varied, 33% quoted shock, 25% upset, 17% disbelief and 8% disappointment.
In response to the question, what does having a learning disabled child mean to you, 58% 
of comments were negative, 25% neutral, 8% positive and 8% mixed (positive and negative).
Eleven out of the twelve families were involved with a doctor on discovering the learning 
disability. Moreover, half of the parents took their son/daughter to a medical specialist, a 
third took them to another expert, for example, a physiotherapist or speech therapist, while 
17% of parents took their child to a holy person. No girls were taken to a holy expert, but 
50% of boys were. This effect shows a significant association (p<0.05) but is not statistically 
significant, probably due to the small sample size. In addition, parents who grew up in large
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towns were significantly less likely to look for treatments of any sort either medical or 
spiritual (p<0.05). Associations also existed between types of treatment sought, in that, no 
medical treatments sought correlated positively with no spiritual treatments sought 
(p<0.05). Similarly, no spiritual treatments sought correlated positively with the individual 
not being taken to see a holy expert (p<0.05).
In 62% of cases, someone had named what was wrong with the learning disabled individual, 
mainly the paediatrician in 88% of the cases who were told. In terms of what people were 
told, 42% of parents were given a medical reason, 17% of parents were told that the reason 
was unknown and one family were just told that their child was "mentally handicapped".
The main carers, usually the mother, were asked what had helped them cope most with 
having a learning disabled child. A third of carers felt religion had helped them cope, 42% 
said professional help (Health and/or Social Services) and 75% said family had helped them 
cope.
3.2.4 Problems/difficulties faced
Main carers were also asked about the main problems or difficulties that they faced having 
a learning disabled son/daughter. The question was related to four different contexts
i) Personally; only one mother reported that she had no problems personally. 75% of main 
carers said that they felt restricted, in terms of not being able to pursue their own interests.
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42% said that having a learning disabled son/daughter was very demanding personally. One 
carer stated that it was embarrassing and personally upsetting.
ii) As a family; 75% of parents reported that they experienced difficulties as a family. Half 
reported feeling restricted, in terms of not going out as a family very often, 17% reported 
practical problems, such as lifting and toileting. One family reported that demanding 
attention was a problem, a further family said that less attention could be paid to the other 
children in the family.
iii) Within the Asian community; 58% of parents reported experiencing difficulties within 
the Asian community. A third of parents reported negative attitudes from the Asian 
community. Two parents said that members of the Asian community had expressed "pity" 
toward their learning disabled son/daughter, which had not been received favourably. A 
further two families said that they had lost friends within the Asian community and felt 
quite isolated. Two families also said that they felt restricted within the Asian community, 
less able to mix as much. One family stated that they felt embarrassed within the Asian 
community.
iv) Within Britain; 25% of families said that they had experienced problems within Britain. 
Two parents said that they had lost friends, one of these also said that they felt restricted 
in Britain and one family stated that having a learning disabled son/daughter was 
embarrassing in Britain.
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3.2.5 Help in coping with these difficulties
Parents were also asked what would help them cope with the above difficulties. Again, 
responses were divided into four categories:-
i) Personally; 58% of main carers stated that extra practical help would aid coping. 
Twenty-five percent said that nothing would help. One carer said that financial help would 
be useful and one mother felt that if her sons behavioural problems could be dealt with, this 
would help her cope more.
ii) As a family; 50% of families also stated that extra practical help would aid coping. A 
third of families said that nothing could help them cope. Financial help was suggested in 
one case.
iii) W ithin the Asian community; 50% of parents said that nothing would help them 
cope. A quarter said that education would help. Two parents suggested more Asian muslim 
support groups.
iv) W ithin Britain; 75% of parents said that nothing would help them cope more in 
Britain. Education and support groups were also mentioned by two parents.
3 3 Communication
In order to gain an idea of communication within the household, data was collected about 
first languages as well as those spoken within the home. Figure 3 shows the breakdown of 
first languages spoken in this sample.
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Figure 3: First Language Spoken by Main Carer
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Forty-two percent spoke one other language, a third spoke two other languages and 17% 
spoke three other languages. One mother spoke four other languages. Fifty-eight percent 
could read two further languages and the same percentage could understand two other 
languages.
Punjabi and Urdu were equally popular as the first language spoken in the home (both at 
42%). Fifty-eight percent of families also spoke English in the home.
3.3.1 Individual expressive skills
Just over half of the families (58%) felt that their son/daughter could express their needs 
through speech; 58% speaking English and 17% speaking Urdu. Punjabi and Gujerati 
featured as individual cases.
3.3.2 Individual receptive skills
All families felt that their son/daughter was able to understand spoken communication, 
100% in English, 67% in Urdu and 50% in Punjabi.
3.3.3 Behaviour problems
Fifty-eight percent of parents reported that their son/daughter had behaviours that caused 
a problem to the family. These behaviours are detailed in figure 4. Relatively more boys 
than girls appeared to have behaviour problems (p<0.05).
226
When parents were asked where appropriate, why they felt that the behaviour problems 
occurred, 25% suggested that it was attention seeking behaviour, 17% thought that the 
individual was trying to tell parents something and a further 17% felt that the behaviours 
occurred because the individual was learning disabled.
3.3.4 Medical problems
A quarter of learning disabled individuals suffered from concurrent epilepsy and one 
individual had cerebral palsy as well as epilepsy.
3.4 Religion
Eleven out of twelve parents considered themselves religious. The same proportion applied 
to parents views of grandparents.
3.4.1 Religious justification
When asked whether their religion had anything to say about why learning disabilities 
occur, 50% did not know, 42% offered "God’s will" as an explanation and one parent said 
something else.
When asked whether their religion said anything about how to treat people with learning 
disabilities, 25% did not know, 58% said that needy people should be treated well and 17% 
said something else.
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3.4.2 Use of religion
Three quarters of parents said that their religion had helped them cope, mainly in terms of 
faith (67%).
A third of parents had taken their son/daughter to a holy place for healing, half in England 
and half abroad. One third had also taken their son/daughter to a holy person overseas and 
received a religious gift for them. Interestingly, a far greater percentage of boys had been 
taken to holy people compared to girls (p<0.05).
Two thirds of parents stated that their son/daughter took part in some or all religious 
ceremonies.
3.4.3 Taking out
In terms of taking out their learning disabled son/daughter generally, 83% of parents said 
they did. Figure 5 shows the breakdown of location.
3.5 Culture
Figure 6 shows the way in which parents rated degree of acculturation across three familial 
generations including themselves. A within subjects repeated measures ANOVA 
demonstrated a significant difference between the main carers perception of degree of 
acculturation over three generations (p<0.05). A polynomial contrast showed the direction
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of the difference such that grandparents were viewed as more traditional than parents and 
parents were seen as more traditional than their children.
3.5.1 Attitudes towards disability
When asked what they thought of people with learning disabilities in general, parents 
responses on the whole were positive (50%). Twenty-five percent were negative and the same 
percentage were neutral.
Fifty percent of parents thought that people with learning disabilities should be "treated like 
everyone else but with extra help". Forty-two percent said that individuals should just 
treated like everyone else.
3.5.2 Marriage
When asked should people with learning disabilities be encouraged to marry, 50% of 
parents responded, "it depends whether they are able to".Some parents clarified that if 
individuals were not too disabled, then they should be encouraged to marry. Two parents 
said clearly no and two parents said yes, regardless of disability.
Where applicable, parents were asked whether the individual with learning disabilities 
should marry a particular person. A third of parents felt that they should marry a related 
person. The general consensus being that the learning disability would be better understood.
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Fifty percent of parents felt that it did not matter which country a prospective spouse came 
from.
3.6 Support
Table 4 gives a breakdown of the amount and nature of main carer support received. In 
addition, the main carers were asked to what extent any practical help they received helped 
them cope with having a learning disabled son/daughter. Fifty percent said that their spouse 
helped them cope and 67% said that other family members within the home did. Fifty 
percent said that the Services had helped them to cope.
A positive correlational trend existed between the age of the mother and the amount of 
professional help received. The reverse was true for age of mother and help given by spouse.
3.7 Health
The main carers were asked how they would describe their health. Fifty percent described 
it as good, 42% as fair and only one mother described her health as poor.
3.7.1 Carers health
Carers were also asked how often they visited their GP. Three quarters of respondents said 
a couple of times a year. Two carers said that they visited their GP monthly and one
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Table 4: Amount and nature o f main carer support received
Financially Sit-in Take out Hygiene/self
care
Total
Husband 7.6% 9.4% 11.3% 9.4% 38%
Family in home 0% 7.6% 3.8% 1.9% 13.2%
Family outside 
home
0% 5.6% 9.4% 7.6% 22.6%
Neighbours 0% 1.9% 0% 0% 1.9%
Friends 0% 0% 0% 0% 0%
Other 17% 1.9% 1.9% 3.8% 24.6%
Total 24.6% 26.4% 26.4% 22.6% 100%
fortnightly. In terms of medication, 42% were taking medication, all for physical 
complaints.
Three quarters of carers had not suffered from any major illnesses in their lives. Two had 
suffered psychological illnesses and two physical. Half of the sample continued to 
experience physical complaints, such as arthritis, a hernia, hip and back problems and one 
carer reported feeling generally run down.
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3.7.2 Individuals health
With respect to taking their son/daughter to the GP, 83% of carers visited a couple of times 
a year. Only two went more frequently on a monthly basis.
According to parents, 58% of individuals with learning disabilities had had illnesses or 
operations, mostly thought by parents to be caused by medical problems (57%).
3.8 Change
Over 90% of parents felt that their son/daughter had changed in the last two years. A third 
of parents felt that their son/daughter had changed for the better, a further third thought 
the change was mixed for the better and for the worst and a quarter of parents felt that their 
son/daughter had categorically changed for the worse.
3.8.1 Nature of change
Improvements were felt to be in areas of communication (42%), independence (33%) and 
awareness (17%). Changes for the worst included more difficult to control (25%), increased 
aggression (25%), more demanding (25%) and increasing strength (17%).
3.8.2 Further change
None of the sample of parents felt that there was anything that they could do to 
improve their son/daughter further. They also felt that religion would not aid improvement.
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Fifty-eight percent felt that education/training could improve their son/daughter and the 
same number felt that speech therapy would. Only one family thought a doctor could bring 
about an improvement. One carer thought that his son would improve if he could were to 
get married and had a job.
3.8.3 Cure
In terms of a cure, a third of families believed that their son/daughter would be cured one 
day, with religion playing a part in this (50%) as well as education/training, physiotherapy 
and speech therapy (8%), meeting individuals needs (8%) and by mixing with normal people 
(8%).
3.9 Future expectations
Eleven out of the twelve parents felt that only they were responsible for the welfare of their 
son/daughter. Only a quarter of parents had prepared for the future of their child in some 
way, although two-thirds had thought about the future.
3.9.1 Preference o f care
Parents responses on who they would like to care for their child in the future were mixed. 
A third of carers said that they would like their other children to look after the learning 
disabled individual. Two carers said that they would like their spouse to take over the care 
and one of these also stated relatives along
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with another parent.
A quarter said that they would like their son/daughter to be cared for in a home and the 
remaining quarter gave mixed responses. For example, one carer said that the social worker 
would have to take responsibility for this, another stated a preference for a paid carer 
overseas and one couple simply said that they hoped that their learning disabled daughter 
died before they did.
Over 90% of families thought that the person who they would like to look after their 
son/daughter would actually take on the caring role.
When asked what help they would like to manage their son/daughter either now or in the 
future, parents responses were varied. Figure 7 gives the breakdown in proportionate terms.
3.10 General comments
Finally, parents were asked at the end of the interview whether they would like to make any 
general comments. A third chose not to make any comments, 42% made comments about 
their son or daughter in either an accepting (50%) or an unaccepting(50%) way and a 25% 
made comments about the services.
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Figure 7: Proportion of help requested
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4 mSCTTSSTON
The aim of the discussion is to examine each of the hypotheses detailed in the introduction 
in the light of the results of this study and previous research outlined in the introduction 
section. Implications and suggestions for future service provision, based on comments 
made will be presented and the limitations of the current methodology will be highlighted 
in the conclusion.
4,1 The influence o f individuals’ characteristics
Despite the reporting in previous studies, eg Fatimilehin (1989), that the characteristics of 
the individual have little bearing on parental attitudes and beliefs about learning disabilities, 
the present study aimed to investigate the influence of individual characteristics more 
closely, particularly sex and sibling size.
In keeping with previous studies anindividual’s age had little influence on parental attitudes 
per se. The sex of the individual however appeared to account for some interesting 
differences in attitude. In terms of taking their son/daughter to a holy expert, no girls were 
taken but half of the boys were. A significantly greater proportion of boys were also taken 
to a holy person in the course of their life.
The sex of the individual also seemed to have some influence on the degree of 
disappointment on discovering the learning disability and also the amount of support given
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by the father in the personal care of the child. An explanation by one father whose 
daughter was learning disabled suggested that discovering the disability would have been 
less of a blow if the child had been male, as girls are expected to leave the family home when 
old enough to marry. A couple of fathers also mentioned that their wife had to carry out 
all the personal care for the individual, such as bathing, since the learning disabled child was 
female. Clearly, such comments reflect cultural beliefs not solely about disabilities but 
primarily about family values.
The sex of the individual also appeared to impact on the parents perception of behaviour 
problems in that relatively more boys than girls appeared to have such problems.
Sibling size and the number of subsequent siblings was also examined in relation to parental 
attitude. As described in the results section, all of the individuals had siblings and two 
thirds has subsequent siblings. No comparative British data has been found to date on 
subsequent siblings, but a couple of comments made by parents suggested that such siblings 
would be required to carry out future care for learning disabled individuals when the 
parents themselves felt unable to care for them. Certainly one mother commented that a 
much later, unplanned subsequent sibling was a gift from God to take care of her learning 
disabled daughter later in life. Given the data from previous studies (eg Fatimilehin and 
Nadirshaw, (1994) that Asian parents are more likely to want their learning disabled 
son/daughter to be looked after by one of their other children compared to white British
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families, then the high number of subsequent siblings in the present study is understandable. 
Naturally further research is required to verify this point.
4.2 The influence o f parental characteristics
The second hypothesis to be examined looks at the influence of demographic variables such 
as length of time in this country, location of upbringing, education, socio-economic status 
and parents’ age on parental attitudes to disability. The present study investigated such 
factors and drew the following conclusions. The length of time that people had lived in 
Hounslow varied from 3-32 years. Interestingly, the longer that families had lived in 
Hounslow the more likely they were to believe that learning disabilities, either generally or 
in relation to their own son/daughter, had a spiritual causation. This effect is thought to 
be linked to the age of the parents, as there was a positive correlational trend between age 
of parents and length of time in Hounslow, that is the longer that parents had lived in 
Hounslow, the older they tended to be.
Location of parental upbringing has drawn a degree of research interest in the past. In the 
present study two thirds of the parents were brought up in urban areas whereas only 17% 
grew up in a rural area. No evidence was found to suggest that ’rural’ parents were more 
relaxed about disabilities than ’urban’ parents, as proposed by Singh et al (1991). However, 
if parents were brought up in an urban area they were less likely to believe that their own 
son/daughter’s learning disability was spiritual in causation (p<0.01).
239
In terms of belief about causation, half of the current study gave spiritual reasons and one 
third gave medical reasons. These figures are similar to Miles’ 1983 study, however Miles 
suggested that medical reasons were four times more likely to be given by urban than rural 
respondents. Such an effect was not noted in the present study, probably due to the small 
sample size. With respect to looking for treatment for the learning disability, parents who 
were themselves brought up in large towns were significantly less likely to look for 
treatments of any sort either medical or spiritual. Perhaps this is a reflection that urban 
parents are more likely to take the stance that learning disabilities cannot be treated, and 
cured, but that help takes the form of encouraging development.
In terms of the suggested link between educational and occupational status and belief about 
cause of learning disability the majority of parents fell within the middle-class range 
(HMSO) suggesting a relatively good level of education. Twenty-five percent of mothers 
had qualifications and had gone onto further education. Half of the mothers had worked 
in the past and one mother continued to work. According to Badr-e-Haram and Edwin 
(1982) the more uneducated families tended to characterise their children as ’given by God’ 
or ’God’s people’ and were thus rather reluctant to interfere with the divine will with 
remedial measures to alter the child’s disability. In the present study, eleven out of the 12 
parents were involved with a doctor on discovering the learning disability and three quarters 
of the parents took their child to another expert for help. Such figures are potentially a 
reflection of parental education. Despite this however, some examples of cause included.
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"God’s smiling", "God’s will" and "God’s gift", although they were on the whole given by 
the less educated respondents. Interestingly, 42% of parents said that the Koran stated that 
learning disabilities were caused by "God’s will", or were "a gift from God".
In terms of degree of acculturation across the three generations as assessed by the main 
carer in the current study, a clear pattern of acculturation can be seen across the 
generations. However, as Rosenthal and Feldman (1992) found, the gap was smaller 
between the second and third generation, implying that the rate of acculturation slows down 
with time.
4.3 The cause and concept o f learning disabilities
In the present study, over half of the sample realised that something was wrong with their 
child at birth and a further 25% realised in the first 12 months. In Fatimilehin and 
Nadirshaw’s 1994 study, the mean age of realising something was wrong with their child 
amongst the Asian group was 46 months and for the British group, 15 months. Clearly the 
present sample of parents realised a lot sooner. Possibly this is an effect of parental age in 
that the parents in the current study were on the whole younger and also a quarter of the 
present sample of individuals were Down’s syndrome which makes recognition of the, 
disability more apparent. However, despite realising that something was wrong, roughly 
two thirds of the present sample did not know what was wrong. Of the families that said 
they knew what was wrong, only one cited ’brain damage’ as the cause. Interestingly, two
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parents thought that something physical, such as a milk allergy might have caused the 
disability.
In terms of information given to families 62% of parents had been given a name for what 
was wrong with their child. This compares to 41% in the Svarstad and Lipton (1977) study 
which is an improvement in information dissemination. In Ellahi and Hatfield’s 1992 study, 
61% of parents had been informed of their child’s disability by the paediatrician, who was 
also the main information giver in the present study (88% of cases who were informed by 
someone).
In terms of the explanation received by parents, the number of parents given a medical 
reason for their child’s disability was 42%, an improvement to the Asian sample in the 
Fatimilehin study (1989) but still however well below the figure for the British sample (83%) 
in that study. This finding suggests that although Asian muslim families appear to be more 
clearly informed now about the cause and concept of learning disabilities than a few years 
ago. However, they remain less clearly informed than white British parents.
In terms of Asian muslim families placing their own interpretation on the causes of learning 
disability, an interesting difference is apparent between Asian parents’ beliefs about the 
cause of learning disabilities in general and their beliefs about the cause of learning 
disabilities in their own son/daughter. With respect to learning disabilities in general, 50%
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of parents thought the cause was spiritual, 33% medical and 17% did not know. With 
respect to their own children, 50% of parents thought the cause was medical, 17% spiritual 
and 33% did not know.
This medical/spiritual dichotomy is an interesting one and seems to imply that Asian muslim 
parents view learning disabilities in general in a very spiritual/fatalistic way, even if they 
recognise a medical causation to their own child’s disabilities.
4.4 Attribution o f cause
Attribution theory, as discussed in the methodology section, is a useful concept for 
categorising people’s comments, in this case, with respect to causation of learning 
disabilities. Parents’ comments show a similar pattern of mainly specific, external and 
uncontrollable in both general terms and for their own son/daughter. That is, Asian muslim 
parents tend to view learning disabilities as caused by one specific event, originating from 
outside the person and out of anyone’s control.
However, parents’ views on the stability factor showed a significant difference between 
general and personal experience. Parents were significantly more likely to view their own 
child’s learning disability as stable compared to learning disabilities in general. That is, 
having a learning disabled child is perhaps seen as more inevitable or likely for parents 
themselves than for other parents.
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This finding could possibly be linked to the previous idea that most parents view learning 
disabilities in general as spiritual in cause while their own child’s disabilities are recognised 
as medical in causation.
4.5 Positive versus negative outlook
When asked what they thought of people with learning disabilities in general, parents’ 
comments were on the whole positive. Half of all comments made were positive compared 
to a quarter neutral and a quarter negative. The gist of the positive comments implied that 
people with learning disabilities are loveable people who have the same rights as everyone 
else and who should be given extra help to lead normal lives.
In terms of rating parents’ comments on the causes of learning disabilities, the largest 
descriptive category was neutral for both general cause and the cause of their own child’s 
learning disability. In particular, parents rated the cause of their own child’s disability as 
either neutral or ’don’t know’; no negative or positive comments were made. Examples of 
neutral comments used included "Just one of those things"; "Nature lost it’s course" and 
"It’s just down to luck". All of these statements seem to suggest a strong passive acceptance 
of learning disabilities on the whole amongst Asian muslim parents.
Parents were also asked to give their reaction to discovering that their child had learning 
disabilities; only half could do so. Of the reactions given, shock, upset and disbelief were
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the most common. On carer cited disappointment. Over half of the parents interviewed felt 
that having a learning disabled child had a negative meaning for them. Examples of 
responses to the question what does having a learning disabled child mean to you included; 
"frustration", "sadness", "hard work", "a big problem" and "very tiring".
Clearly there is a dichotomy between parents’ views on what they should think of people 
with learning disabilities as laid down by their cultural and religious backgrounds and what 
they actually do feel about having a learning disabled child of their own.
Invited comments made at the end of the interview, included some made about the learning 
disabled individual. Of these comments half suggested an acceptance of the disability, eg 
"He’s my boy, we have responsibility to look after him, we accept what God has given us" 
and half a non-acceptance, eg "Maybe one day a miracle will happen and he will understand 
what we are saying". Naturally some parents will more easily be able to reconcile their 
son/daughter’s learning disabilities than others.
When it came to describing any problems or difficulties however, only one mother in the 
current study denied any difficulties associated with having a learning disabled 
son/daughter. Feeling restricted rated highly as a problem for both the main carer 
personally and the family as a whole. Practical problems were seen as less of a difficulty.
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Just over half of the parents interviewed had experienced problems of acceptance within the 
Asian community and a quarter of parents said that they had experienced difficulties within 
Britain, such as, losing friends. Only one parent sighted ’embarrassment’ as a problem in 
Britain.
In terms of overcoming such difficulties, views were mixed. Extra practical help was sighted 
by about half of the parents with respect to personal and familial help. However, a quarter 
of responses in the case of the main carer and a third of responses regarding the family 
stated that nothing would help them cope with their difficulties. Regarding help in coping 
with problems within the Asian community, half of the parents said that nothing would help 
and in terms of coping better in Britain three quarters of parents said that nothing would 
help.
Here again the theme of passive acceptance or non-complaint of difficulties is much in 
evidence. It would also appear that as the scope of the problem grows, so does the level of 
acceptance. Some of the more positive suggestions for help in the wider communities 
included, greater education and specific support groups.
In terms of reporting behavioural problems, just over half of the parents reported that their 
son/daughter exhibited behaviour difficulties which caused a problem to the family. This 
figure seems a little low given Saxby’s et al (1992) suggestion that 67% of normal children
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experience behaviour problems and that children with learning disabilities are likely to 
experience more. It is therefore questionable as to whether parents in this study fully 
reported the extent of the problem, a result in keeping with the previous theme of passive 
acceptance or non-complaint.
The most frequently occurring behaviour problem in this sample appeared to be hurting 
others, with hurting self, tantrums and sleep problems coming a close joint second. The 
type of behaviours described are certainly in keeping with the more general problems 
described by all parents (Saxby and Morgan, 1992).
4.6 Treatment and cure
With regard to looking for treatments for their son/daughter’s learning disability, a third 
of families cited homeopathic remedies and a quarter also cited physical exercise or 
physiotherapy. The rest of the parents stated that their son/daughter went to a special 
school or adult training centre. None of the parents said that they had looked for medical 
treatments. It to appear that in terms of treatment, parents in this sample felt more 
comfortable with eastern as opposed to western (more medical) treatments.
Parents were asked if they felt that their son/daughter had changed over the last two years. 
Over 90% felt that there had been some change. Only a quarter of parents felt that there 
had been a change for the worse, this compares to two thirds in Fatimilehin’s (1989) Asian
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sample.
In terms of believing that their son/daughter could be helped to improve further, most 
parents felt that education/training would facilitate improvement as well as speech therapy. 
Parents felt that if their son/daughter could communicate more easily, things would be a lot 
better. Both of these findings are in keeping with previous research findings (eg Fatimilehin, 
1989; Fatimilehin and Nadirshaw, 1994).
Although speech therapy was frequently cited as a means of improving the individual 
further, over half of the parents interviewed felt that their son/daughter could express their 
needs through speech and all of the parents felt that their son/daughter could understand 
spoken communication.
One parent thought that marriage would improve his son but on the whole when parents 
were asked whether people with learning disabilities should be encouraged to marry, half 
of the respondents stated that it depended on whether the individual was able to. Only two 
parents said categorically no. In Fatimilehin’s 1989 study only one Asian family felt that 
people with learning disabilities should be encouraged to marry.
Regarding cure, a third of the parents in the current study thought that their son/daughter 
could be cured of their learning disabilities. This compares with seven of the Asian sample
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and one of the white British sample in Fatimilehin’s 1989 study. This seems to reflect 
acculturation effects as tradional views are influenced by the host country’s culture.
Fifty percent of parents in the current study felt that their religion would be involved in the 
cure, which is comparable with Fatimilehin’s et al findings (1994).
4.7 Religion and support
Eleven out of 12 of the parents interviewed considered themselves religious compared to all 
the Asian parents interviewed by Fatimilehin in 1989. This is in keeping with Ecob and 
Williams’ 1991 findings. Three quarters of the present study said that their religion had 
helped them cope with having a learning disabled child, mainly in terms of faith. 
Interestingly, one mother commented that she lost her faith temporarily when her son was 
bom. Such a statement is in keeping with the findings of Stubblefield (1977) reported in the 
introduction.
Parents were also asked whether their religion had anything to say about why learning 
disabilities occur: Around half of the sample stated that the Koran cited "God’s will" as an 
explanation of learning disability. This clearly fits with people’s own beliefs regarding 
spiritual causes for learning disabilities in general as discussed earlier. The greatest single 
response to the question of the Koran’s guidance on how to treat people with learning 
disabilities was that "needy people should be treated well". Such a statement also fits with
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the widespread acceptance of learning disabilities amongst this sample of parents. It would 
appear that parents take comfort and guidance from the koran’s message about people with 
learning disabilities and perhaps it is religion more than culture which underpins people’s 
beliefs and attitudes about learning disabilities.
The majority of parents stated that their son/daughter took part in some or all religious 
ceremonies and taking out to religious events such as weddings, featured as the second 
highest proportion of taking out in general, after taking out to shops.
On the question of support, the main carer’s spouse appeared to provide most support (38% 
in all), mainly in the area o f’taking the individual out’. The remaining family in the home 
provided a degree of support, usually in the form of ’sitting in’. Family outside the home 
provided more support by ’taking out’ the individual and friends and neighbours provided 
no support except in one case where a neighbour sometimes sat in with the individual. All 
the parents interviewed appeared to receive the correct amount of financial support in terms 
of benefits. However, this is probably a biased result as all the families in this study were 
known to Social Services and had had involvement with a social worker in the past.
Certainly, the idea that Asian parents are fully supported by the extended family network 
seems an incorrect assumption given the spread of Asian families in Britain. Moreover, 
although husbands in the majority of cases in this study provided the most support overall.
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some husbands commented themselves that it was their wives who provided all the care for 
their learning disabled son/daughter. As mentioned earlier, at least one husband stated that 
he could not help his wife because their learning disabled child was female and it was thus 
seen as improper. Similarly one Asian mother said that she did not like her 22 year old 
daughter helping in the hygiene aspects of care for her 30 year old learning disabled son.
It would appear that as well as the reduction of familial networks of Asians in Britain, the 
survival of deep rooted cultural beliefs on appropriate care means that the great majority 
of care falls to the one main carer, usually the mother.
In terms of using practical support as a way of coping half the main carers said that their 
spouse helped them to cope and two thirds of carers said that their family helped. It is 
interesting that amongst Asian carers familial support is seen as more important than 
support from external agencies in terms of help in coping. This may reflect the idea that 
practical help is of more use than financial help. As the present results show very few Asian 
carers reported the use of professional support services, in line with the findings of Murray 
(1992) and Gunaratnam (1993).
In keeping with Suelzle and Keenan’s (1981) findings, there was a tendency towards 
increased professional help with mothers increasing age while the opposite was true for the 
total help given by the husband. That is, the help given by the husband decreased as 
mothers and learning disabled individuals got older.
251
4.8 Health issues
In keeping with previous findings on ethnic health, (eg Pollock, 1984), the majority of 
respondents surveyed considered their health to be good or fair, but at the same time half 
the carers reported that for much, if not all of the time they experienced symptoms of some 
kind involving a degree of disability. A third mentioned backache and most mentioned 
arthritic pains. In keeping with Pollock’s (1984) view that health may not necessarily be 
identified with the absence of illness but rather defined in functional terms as an inability 
to carry out normal everyday tasks and activities. Given that only one mother said that her 
health was poor, 42% of the sample were taking medication for some physical complaint.
Given Rutter’s (1966) views that there is a link between parental ill health and childhood 
behaviour disorders, this theme was investigated in the present study. However, no 
significant link was found between the main carers health and the learning disabled 
individual’s behaviour problems. A positive correlational trend was apparent between 
physical complaints reported by the main carer and sleep problems in the learning disabled 
individual. Such an effect could be more easily pursued with a larger sample size.
4.9 Future expectations and recommendations
When asked about the future care of their learning disabled son/daughter, the vast majority 
of parents felt that only they were responsible for the welfare of their child. Only a quarter 
of parents had prepared for the future of their son/daughter in some way. This is in line
252
with previous findings (eg Fatimilehin, 1989). However, two thirds of parents had thought 
about their son/daughter’s future: one mother was reduced to tears while she considered this
issue.
Over half the parents interviewed hoped that someone in their family would take over the 
care of their learning disabled son/daughter. A quarter of parents stated that they hoped 
that Social Services would provide care; two actually specified a residential home. Of the 
remaining two parents, one said that they would like to return to Pakistan where they could 
pay someone to care for their daughter and the other set of parents said that they hoped 
their daughter died before they did. The fact that most of the parents in this study wanted 
care to be provided by a relative is in keeping with Fatimilehin’s findings (1989).
The type of help that parents suggested would be useful to them in the future showed a 
degree of variation. Half of the parents cited financial help and a similar number felt that 
practical help in caring for their son/daughter would be useful. Fewer parents stipulated the 
need for respite care; either as respite for the individual or to enable the parents to go away. 
A similar number also felt that help around the house would be most useful as it would 
allow the main carer to spend more time with the learning disabled individual. Some of the 
more individual ideas included, advice on managing behaviour problems and setting up of 
a support group for Asian muslim mothers.
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When asked to make general comments at the end of the interview, a quarter of the parents 
chose to make comments about the services. These included ideas such as the need for 
greater information about treatment, home help and benefits. One father suggested that 
there needs to be a multi-lingual information centre for disabled individuals which could be 
advertised at community centres/mosques. The same father also felt that in order to gain 
a clear picture of the numbers of disabled individuals (especially adults) in the community, 
families would have to be provided with a financial incentive, such as the offer of informing 
people of their entitled benefits. Certainly this idea fits with the overall request for financial 
help in general.
Certainly, in carrying out the present study, locating adults with learning disabilities in the 
community proved a very difficult task and ultimately, only adults previously known to the 
Service could be included in the study. Children on the other hand were more easily 
accessible due to school records.
Another father said that he was disillusioned with the services that the family had received 
in the past and that problems had generally arisen out of a lack of communication. 
Certainly such problems are widely cited in the relevant literature (eg Baxter 1992).
4.10 Future service provision
Certainly points raised by individual parents as well as the overall findings suggest that
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changes could be made to improve the provision of professional services to this group of 
clients.
Broadly speaking, improved communication between professionals and clients is essential. 
This involves the greater use of translators and interpreters to liaise with families at all 
levels. Information about available services is sadly inadequate. Despite leaflets in a 
multitude of languages, the vast majority of Asian mothers cannot read their own language. 
Ellahi and Hatfield (1992) have suggested the medium of audio/video-tape to broadcast 
information about available services. Although this method could potentially reach a wider 
audience, there remain a number of families without access to a video recorder. The idea 
put forward by a father in the current study of a local information centre is a good one. The 
use of local and national radio stations, including Asian ones, could be used to advertise 
such centres.
As well as simply providing information in an acceptable way, parents also require advice 
and support. Certainly the parents interviewed in the present study seemed to be asking for 
help in their own homes and in keeping with the drive for community care it is quite an 
appropriate option. Certainly the use of community support workers to provide input on 
behavioural programmes at home is a viable option as well as home helps to allow parents 
more time with their children.
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One potential reason why muslim parents are reluctant to use respite care facilities is that 
currently few respite homes exist which cater for the religious needs of muslim clients and 
their families. It has become clear in this as well as previous studies that religion plays a 
major part in the lives of all muslims and so providing for these needs in respite facilities is 
essential if families are to feel comfortable using them.
In terms of emotional support the suggestion by some mothers in the current study of the 
need for a support group is highly valid. Moreover, such a group, once initiated could be 
perpetuated by the mothers themselves and probably would be best located in mothers 
homes on a rotational basis, thus ensuring a safe and comfortable setting. Reducing the 
stigma attached to learning disability is an onerous task, however easing the access to help 
is a more attainable goal.
4.11 Conclusions
Although the findings of the present study are of ethnographic interest, one must not lose 
sight of the limitations of such a study. The time consuming nature of the interview used 
in the present study has resulted in a very small sample size thus making generalisation of 
the findings difficult. Moreover, the learning disabled adults included in the sample may 
give a biased picture, as they were all the Asian muslim clients known to the Service.
A further limitation of the present study worth considering was that although use was made
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of trained interpreters in the interviews, parents probably felt reluctant to share their 
personal views with complete strangers. To obtain a clearer picture of parents’ attitudes 
and beliefs would probably require a great deal more time.
However, the picture obtained is a snapshot and the findings have certainly gone some way 
to answering the questions raised in the hypotheses.
Parents attitudes to learning disabilities do appear to be affected by certain demographic 
variables, such as length of time in this country, age and place of upbringing. Attitudes also 
appear to vary according to individuals’ characteristics such as sex.
Of the muslim families interviewed in this study, most did not know what was wrong with 
their child when it was bom, although over half had been given a name for what was wrong 
with their child, more than in previous studies. As for parents themselves giving spiritual 
or medical explanations for learning disabilities, this seemed to vary according to whether 
they were describing cause in general, which tended to be seen as spiritual, or cause of their 
own son/daughter’s learning disability, which was recognised as more medical.
The set of attributions of cause most widely cited by parents was specific, external and 
uncontrollable. The stability factor differed significantly between general and personal 
experience in that parents were more likely to view their own son/daughter’s learning
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disability as stable and unchanging compared to learning disabilities in general. Parents 
also tended to view learning disabilities in general fairly positively but were more negative 
in their comments about their own son/daughter. Behaviour problems seemed to be under­
reported, based on previous research findings.
In terms of treatment and cure the parents who had looked for treatment had tended to go 
for non-medical, more eastern means such as homeopathy, massage and physical exercise. 
A third of the parents interviewed thought that their son/daughter could be cured of their 
learning disability.
Religion was seen as very important in the lives of those interviewed and was cited by most 
families as helping them cope with having a learning disabled son/daughter. Most practical 
support came from the main-carer’s spouse, although this tended to diminish as the 
individual got older while at the same time professional help increased.
The majority of main-carers described their health as good or fair, yet half reported that 
they experienced disabling symptoms and almost half of those interviewed were taking 
medication for a physical complaint. The main-carer’s health also appeared to be related 
to individuals’ sleep problems.
Finally, as has been bom out in previous research, Asian muslim carers did not on the
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whole appear to have prepared for their son/daughter’s future, although most had thought 
about it in some way.
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